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,
I1-s CASE MANAGEMENT FOR SPECIAL POPULATIONS:

PRACTITIONER PERSPECTIVES

OVERVIEW

A. BACKGROUND

The Division of Programs for Special Populations (DPSP), Bureau of Primary Health
Care (U.S. Public Health Service) supports a variety of programs for special populations that
involve or require case management. Over the past several years, DPSP grantees have gained
considerable experience and expertise in both the design and operation of case management
programs for the special populations they serve. As case management has become a fundamental
and visible feature of integrated health and social services programs, DPSP supported research
to assemble state-of-the-art information
programs. l

on the content and structure of case management

In July 1992, DPSP convened an
Management for Special Populations:
objectives were:

invitational conference on case management -- Case
Building a Paradigm. The overriding conference

l To forge a common understanding of the content and structure of case
management, based on the experiences, expertise, and insights of front-line case
managers, supervisors, program administrators, and evaluators.2

0 To guide DPSP in developing a strategy for future program guidances, technical
assistance and research related to case management programs for special
populations.

To assist in formulating a common frame of reference, conference participants received

’ The Case Management Studies for Special Populations project was funded by the Health
Resources and Services Administration, Division of Programs for Special Populations (HRSA
240-91-0066). The prime contractor was MDS Associates, Inc., working collaboratively with
its subcontractors, the National Center for Social Policy and Practice (National Association of
Social Workers) and Mental Health Policy Resource Center (Policy Resource Center, Inc).

2 Appendix A provides a list of the conference participants. Each participant warrants
acknowledgement for sharing practical experiences, professional expertise and constructive
perspectives so essential in moving towards the paradigm for the next generation of case
management programs for special populations.
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a background paper, Case  Management for Special Populations: Literature Synthesk3  This
conference background paper provided a review of the research and evaluation literature relevant
to each of the six DPSP special populations as well as a synthesis of common attributes and
features of case management programs.

The conference deliberations focused primarily on the expectations for and evolving
design features of DPSP’s  six major categorical grant programs:

l Technology Dependent/Assisted Children, requiring home health services;

l Frail Elderly and Disabled Adults, requiring home health services;

0 At-Risk Pregnant Women;

l Persons with HIV-Infection and AIDS;

0 Substance Abusers; and

l Homeless Individuals and Families.

This three-day Case Management Conference provided ample opportunity for a lively and
p constructive exchange of experiences and perspectives. Conferees participated in plenary

sessions and smaller Expert Panel meetings.4

The first day’s plenary session was devoted to presentations by conference organizers,
researchers and grantees. 5 Plenary session speakers focused attention on public policy issues
that underscored public sector interests in case management, challenged participants to identify
and examine attributes common across their categorical programs, and reviewed key features and
accomplishments of several DPSP-grant supported case management programs.

On the second day, participants broke into smaller working groups for more in-depth

3 The Conference Background Paper, Case Management for Special Populations: Literature
Synthesis, is presented in Volume II, Conference Proceedings -- Case Management for Special
Populations: Building a Paradigm.

I

4 Appendix B provides the Conference Agenda.

’ See Volume II -- Conference Proceedings, Case Management for Special Populations:
Building A Paradigm.

ii
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discussions, focusing on a structured series of questions.6  Applying a modified Delphi
approach, each of the Expert Panels attempted to forge a consensus and develop
recommendations to assist DPSP in structuring its continuing support for case management
programs. Designated grantee representatives served as Facilitators for the Expert Panels
(assisted by contract staff Moderators). Each of grantee Facilitators presented their Expert
Panel’s findings and recommendations at the concluding plenary session.

B. STRUCTURE OF REPORT

Volume I presents the Conference Repon, summarizing the deliberations and
recommendations of the Expert Panels. Chapter I presents major cross-cutting recommendations
and implications for development of future DPSP guidelines, technical assistance and research.
Chapters II through VIII provide a more detailed synopsis of each of the Expert Panel’s
discussions, including key issues, major findings and recommendations.

Volume II, Conference Proceedings, presents companion documents: plenary session
presentations (Section A) and conference background paper (Section B). Supplementary
conference documents are presented in the Appendices (Section C).

\

:’ \,P 6 Appendix C presents the discussion questions and issues for focusing the deliberations of
, the Expert Panels.

\
s, . . .
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CHAPTER I

EXECUTIVE SUMMARY

This Chapter presents a summary of the major findings and recommendations regarding
key attributes of case management programs, focusing primarily on the Expert Panels’
recommendations pertaining to the content and structure of case management for special
populations and implications for the Division of Programs for Special Populations (DPSP). The
Expert Panel recommendations have implications for future DPSP program guidances, technical
assistance and research. Case management continues to be an evolving intervention. As a
consequence, focused technical assistance and research are particularly important for advancing
the state-of-the-art and the capacity of grantees to implement effective case management
programs.

There was substantial agreement within and among the Expert Panels despite each Panel’s
categorical focus and members’ diverse experiences in serving different special populations.
Chapters II through VIII present a more extensive review of each of the Expert Panel’s
deliberations and resulting recommendations.

Two recurrent themes underscore common and critical dimensions of case
n programs.

l The first is support for client-focused approaches that allow case
respond to the spectfic  and often changing needs of each client.

management

managers to

l The second is emphasis on client empowerment and client involvement in care
planning sand  ultimately assuming greater individual responsibility for care
coordination (e.g., empowering clients towards greater independence and self-
sufficiency).

As case management becomes a more integral feature of various health and social
services programs, an increasing number of funding agencies influence the content, structure,
financing and accountability requirements of case management programs. The conference
participants recommended that any future DPSP guidance on case management should permit
suficientjlexibility  to accommodate both evolving and more mature case management programs
as well as requirements of other case management  finding agencies (e.g., Medicaid, other state
or local grant programs). This flexibility theme extended to various aspects of a case
management program, including who is (or should be) a case manager, the scope of services a
case manager can (or should) deliver, and how long a client should receive case management
services.

Most of the clients served by DPSP grantees have multiple problems and care
r‘ coordination involves multiple health, social and specialized services (e.g., substance abuse
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treatment, HIV counseling, public program eligibility assistance) that generally cross several
categorical programs and may involve several community-based agencies. Despite the prevailing
categorical evolution of case management programs, the recurrent emphasis on client-focused
case management surfaced an emergent interest in designing more generic forms of case
managementprograms that could address the multiple needs of various clients rather than focus
on categorical or target special populations.

Bach of the following sections deal more specifically with cross-cutting areas of
agreement among the Expert Panels, focusing on several basic dimensions of case management
(e.g., content of case management services; structural features of case management programs).
The consensus recommendations can serve as building blocks in DPSP’s  continuing support for
case management programs through program guidelines, technical assistance and research.

A. CONTENT OF CASE MANAGEMENT

The overall principle emerging from the Expert  Panel deliberations was the importance
of having “client-focused ’ services. As a consequence, the content of case management services
should correspond with and take into account an individual’s needs, broadly defined to
encompass a spectrum of medical, social, psychological needs and a client’s changing
circumstances and progress. The emphasis on “client-focused” services is in contrast to
“agency-directed” scope of services that tends to dictate, and may limit the type of case
management services available to clients served by a particular agency or case manager. The
individual client’s needs should influence the scope and content of services provided on a case-
by-case basis. Case management programs, in turn, should be organized and staffed to address
the full-spectrum of client needs, directly or through appropriate referrals.

The Conference Background Paper proposed a classification scheme which distinguishes
between “core” and “supplementary” services. The four core services include:

0 Assessment;
l Care planning;
l Service arrangements and coordination; and
l Care monitoring and reassessment.

The six supplementary services include:

l Outreach and intensive case identification;
l Program eligibility assistance;
l Social and emotional support;
l System and resource advocacy;
a Patient/family education and training; and
0 Direct services such as specialized counseling or clinical care.

I-3



The Panelists, however, objected to this two-level classification since several of the
“supplementary” services were viewed as critical components of their respective programs and
were considered essential for specific clients in a client-focused system. In effect, Panelists
recommend.ed  that:

0 A client’s needs should dictate what services should be provided -- and thus be
regarded as “core” or essential for that individual client.

l Any designation of required case management services should be considered in
terms of what a case management program should ofleer -- not what each case
manager would provide to each client.

The emergent consensus was: All the designated services should be available through the
case management  program but not necessarily be provided to each client nor provided by his/her
case manager. For example, “advocacy” for developing community-based and system-wide
resources is important for the overall success of a case management program, and thus, might
be more efficiently performed by specialized staff, a program director or case management
supervisor rather than individual case managers on a client-by-client basis. Other potential
candidates for targeted staffing arrangements include outreach, eligibility assistance and direct
services.

0 Outreach might involve paraprofessionals or indigenous and culturally sensitive
staff familiar with the community.

l Eligibility assistance might be provided more economically on a group basis by
specialized staff.

l Direct services such as high-tech home health services or therapeutic counseling
(e.g., behavioral or mental health) might require specialized staff or referral
providers who have specific skills, competencies or professional credentials.

Considerable discussion centered around whether case managers should or could provide
direct services, for example, clinical or therapeutic counseling and medical care such as home
health services. Most Panelists agreed that some case managers might not be sufficiently trained
or licensed to provide the more highly specialized direct services. There are, however, case
managers who have the requisite skills and credentials (e.g., clinical social workers, registered
nurses) for providing specialized direct services. The Panelists concluded that some case
management programs are designed to provide direct services (e.g., home health agencies).

The consensus was: Guidelines should not prohibit the delivery of direct services by case
managers and should permit individual case management programs to determine how best to
provide or arrange for such specialized services. Decisions on direct services are likely to be
driven by a variety of factors, including locally available resources for providing specific
specialized services, case manager skills and competencies, and payment rules regarding delivery

I-4
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of such services (e.g., whether separate billing is permitted or service is considered an integral
aspect of case management).

,

‘A B.

IMPLICATION FOR GUIDELINES: The content of a case management program (as
opposed to specifying the services delivered by assigned case managers) should
encompass each of the ten services referenced above. Guidelines should acknowledge
that the scope and type of services provided to individual clients will correspond to their
individual needs, as indicated by an assessment and as specified in their care plan. This
package of services may include the provision of direct services (e.g., counseling or
medical treatment). In addition, grantees should be permitted staffing flexibility,
including who should provide specific services, how such services should be delivered
(e.g., individual or group basis) and assignment of staff responsible for the day-to-day
client contacts.

IMPLICATION FOR RESEARCH: DPSP can survey grantees to determine the
service mix currently provided and compare service packages within and across grant
programs. This will provide baseline data for comparing case management programs that
serve similar or different populations, and establish a comparative framework for
assessing staffing patterns, other program features, and eventually client outcomes.

STRUCTURAL FEATURES OF CASE MANAGEMENT

The structural features of operational case management programs vary considerably,
reflecting their evolutionary and, in some instances, experimental nature. None of the Expert

f F‘” Panels endorsed any single preferred model. For example, Panelists cited pros and cons of
institution-based and community-based models as well as centralized and decentralized models.
Panelists agreed that there is a need for ficrther  research and evaluation to assess alternative

/ approaches as well as determine what models work best and what are their key or essential
attributes.

Preferred Organizational Approaches. The Expert Panels generally endorsed
collaborative or multi-disciplinary team approaches (involving key professionals, lay associates,
and agency representatives). The multi-disciplinary team approaches offer a staffing model for
bringing together a mix of skills, expertise and experiences so critical for addressing the
complex, multiple and changing needs of clients.

/
While supporting collaborative, multi-disciplinary team approaches, the Expert Panels

also acknowledged the importance of individualized case management. To accommodate these
two interrelated features, Expert Panels recommended that each client should be assigned a
primary case manager who is responsible for day-to-day comacts with the client as well as the
overall coordination of his/her care plan, service referrals, and care monitoring.

IMPLICATION FOR GUIDELINES: Multi-disciplinary or collaborative team

I-5
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approaches should be encouraged, but not necessarily required since there is no generally
preferred or proven model(s). Guidelines, however, should require that each client be
assigned a primary case manager to assure that someone within the team is clearly
responsible for coordination of care on a client-specific basis, and that each client has a
clearly designated contact person. Whether a grantee elects an individual or team
approach, there should be well-defined mechanisms for consultation and collaboration
(e.g., case conferences).

IMPLICATION FOR RESEARCH. DPSP should sponsor research (e.g., case studies
and evaluations) that compares various case management models and assesses alternative
approaches to determine best practices -- what models work best and what are the key
attributes for replication.

IMPLICATION FOR TECHNICAL ASSISTANCE: Case study and research findings
should be shared with grantees, providing state-of-the-art information for modifying or
redesigning operational case management programs.

Assessment and Care Planning. All Panels agreed that assessment is an integral feature
of the case management process. Aside from the Perinatal Expert Panel, there were no
“standardized” assessment instruments or protocols. The domains of inquiry, appropriate to
assessing a client’s needs, however, were remarkably similar across the six categorical
programs. This suggests the possibility of developing a common assessment protocol for special
populations. Three desirable characteristics of any assessment instrument were brevity,
adaptability to computerization, and acceptability to multiple funding sources.

Panelists recommended that a comprehensive client assessment protocol would include
information on:

l Environment (e.g., housing, family circumstances, social support system);

l H&&h status and medical needs, including indications of mental health, substance
abuse and HIV-positive status;

l Developmental status (children) and functional ability (adults);

l Financial resources and public assistance program eligibility;

l Educational status and employment skills;

a Relationships and history with

0 Risk status and vulnerabilities
psychological abuse); and

other providers and service agencies;

(e.g., drug abuse, sexual practices, physical and
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l Supportive service needs (e.g., housing, transportation, food, clothing, child care,
education, employment training or skills building).

Grantees stressed the importance of flexibility in the application of any assessment
protocol. The assessment instrument serves as a guide for identifying a client’s needs and
strengths, and thus, highlights service needs. The ability to meet those needs, however, is likely
to be influenced by availability of services and resources within the community. While
assessment is essential, case management programs cannot be responsible for assuring access to
services if appropriate services are not available or long waiting lists exist.

Assessment is more than a structured survey instrument. Assessment is a process for
determining client’s needs and periodically reviewing a client’s progress and changing
circumstances. This process includes face-to-face interviews, preferably in the client’s
environment, development of a care plan that takes into account a client’s preferences, strengths,
and weaknesses, and scheduled reassessments that translate into revised care plans.

IMPLICATION FOR GUIDELINES: A comprehensive needs assessment
should be required for each case management client and should. serve as the basis
for the development of an individualized care plan. In addition, periodic
reassessments should be required, as suggested by the Expert Panels’ emphasis
on monitoring client progress, adapting care plans to meet changing client status
and service needs, and ultimately, phasing-out case management.

IMPLICATION FOR TECHNICAL ASSISTANCE: Since a variety of assessment
instruments have been developed and few criteria for selecting-an appropriate protocol
exist, DPSP could devote resources to collecting and reviewing assessment instruments
and making model instruments available to grantees. Grantees would be able to adapt
instruments, if necessary. DPSP could also sponsor workshops for grantees to share
protocols and assessment process information (e.g., timing of reassessments, criteria for
classifying cases as active or passive, elements of practical care plans). In particular,
grantees sought assistance in translating assessment information into a care plan that
specifies and targets available resources effectively.

IMPLICATIONS FOR RESEARCH: As a preliminary step in designing client
outcome studies, analyze how clients’ assessments influence the case management
process (i.e., frequency of client contacts, scope of care plan services, service use
patterns).

Intensity and Durah’on of Services. The importance of customizing services to meet an
individual client’s needs underscored the Expert Panel’s consideration of service intensity and
duration issues. Several Expert Panels, however, cautioned that service intensity and duration
all too often is an uncomfortable balance between the needs of clients and the availability of
program resources and appropriate referral services. Similarly, financing limits or resource
constraints (i.e., Medicaid or grants) often dictate how much and how often services can be

I-7



.n>
provided. The net effect is that service availability and financing all too often dictate service
intensity and thus may diminish the potential positive effects of case management.

The .Panelists recommended flexibility in determining both the intensity and duration of
services, on a case-by-case basis. while there are several identljiable  periods of greater
intensity and some existing criteria for closing cases, Panelists argued against the imposition of
external, categorical limits on the intensity and duration of services. Panelists also suggested
that more attention be given to understanding the extent to which resource constraints dictate
both intensity and duration of services.

Panelists identified several illustrative high-intensity periods, including: (1)
commencement of case management services (e.g., first 90 days for a technology dependent
child); (2) transition periods (e.g., homeless families moving into permanent housing); and (3)
crisis (e.g., the terminal phase for AIDS clients). Intensity is also likeiy to be influenced by:
(1) complexity of the client’s problems; (2) degree of client motivation and interest in changing
his/her circumstances; and (3) resource limitations within the community that restrict a case
manager’s ability to implement an appropriate care plan.

Panelists were opposed to rigid time limits being placed on the duration of case
management. Most Panelists agreed that case management should continue beyond crisis
intervention and provide transitional assistance, Extended case management situations include:

in teenage parents during child’s first year; homeless families during their first year in permanent
housing; and bereavement counseling for an HIV client’s family and friends.

Panelists agreed that several situations can be viewed as signaling case closure. Case
management may cease-when a client indicates, directly or indirectly, the he/she’no  longer wants
to participate in a case management program. Similarly, when an “empowered client” is able
to assume care coordination responsibilities and access the requisite medical and/or social
services, case management is no longer necessary. And, case management often ends when a
client’s health status deteriorates and a client is no longer able to survive in his/her home and
thus, requires institutionalization.

The Expert Panels emphasized the importance of minimizing the negative consequences
of prevailing resource constraints by more appropriately and more efficiently targeting limited
case management resources among the clients. To advance these goals, the Expert Panelists
advocated support for research and technical assistance to develop and implement approaches
designed to classify clients, by level and type of service needs, triage clients, phase-out case
management, and close cases.

IMPLICATION FOR GUIDELINES: It is premature to issue precise guidelines on
intensity and duration of services. At this stage, it would suffice to reiterate the
principles of (1) client-focused case management and (2) client-empowerment to guide
case managers in assessing and monitoring both intensity and duration of caseYY
management services on a individual client basis. Grantees, however, could be
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encouraged to describe how they plan to monitor intensity and duration of services and
present any criteria they plan to use for triaging clients and closing cases in their grant
application.

IMPLICATION FOR RESEARCH: DPSP should support research to refine criteria
for classifying and triaging clients by levels of service needs. Similarly, criteria for
phasing-down case management as client’s status changes and closing cases would be
valuable.

DPSP should also consider supporting research on how case management programs can
identify service delivery gaps and/or document less than appropriate levels of case
management services that are the result of inadequate program resources (e.g., funds,
staff, referral arrangements, community resources). This would provide an opportunity
for assessing the extent to which prevailing levels (scope of services, intensity and
duration) of case management are optimal or constrained by available resources.

IMPLICATION FOR TECHNICAL ASSISTANCE: As intensity and duration
research findings become available, DPSP should support dissemination and skills
building workshops designed to assist grantees in implementing model criteria and
protocols.

Case Manager’s Roles and Responsibilities. Given the expansiveness of the
recommended array of case management services, it is important to note that several of the
Expert Panels suggested that additional technical assistance and research focus on how to staff,
structure and organize case management services more eflciently  and economically.

In the interests of maintaining reasonable size caseloads for personalized, client-focused
case management, it may be necessary to distinguish among the various types of case
management services in assignment of responsibility. Based on the Expert Panel deliberations,
preliminary consideration could focus, for example, on the following:

0 Services that should be viewed as a centralized program management
responsibility insofar as they benefit all clients and could be performed more
effectively by supervisory or management staff (e.g., system resource advocacy).

0 Services that could be assigned to paraprofessionals or indigenous community
workers rather than the primary case managers who would continue to serve as
principal contacts for clients (e.g., community outreach).

l Services that might be provided more economically on a group basis (e.g.,
assistance in qualifying for public programs).

How the roles of the staff are assigned is less important than assuring coordination among
staff by clearly defining respective responsibilities and organizing periodic case reviews (e.g.,
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case conferences). One potential drawback to more extensive use of paraprofessionals, however,
is obtaining funds to support their activities within a case management program. Medicaid, for
example, may require that case management services be provided directly by a nurse or a social
worker, As a result, case management programs are less able to allocate responsibilities cost-
effectively by employing paraprofessionals.

IMPLICATION FOR GUIDELINES: DPSP can request that grantees describe how
they structure services and assign responsibility among the case managers and other staff
within the case management program or team. While this type of guidance is non-
directive, it would facilitate a systematic review of roles and responsibilities within case
management programs.

IMPLICATION FOR RESEARCH:. DPSP should support research that identifies case
management services that can be provided more efficiently by persons other than the
primary case manager. This research should also examine the requisite skills and
competencies appropriate for performing specific services, and thus provide essential
information for developing recruitment criteria and designing in-service training
programs.

Skills and Tmining. Among all of the Expert Panels there was a reluctance to over-
professionalize case management. There  was substantial support for more extensive use of
paraprofessionals, indigenous community workers, and volunteers. Implicit was the assumption
that case managers would have access to the requisite mix of technical and professional expertise
(e.g., assessment, clinical services, counseling) through a multi-disciplinary team or
consultations. And, there was support for improving in-service training capabilities.

The paramount skill for a case manager is good interpersonal communications for
building a trusting relationship with clients and negotiating with various providers to facilitate
real access to referral services. Interpersonal skills are broadly defined to encompass cultural
competencies -- linguistic, cultural sensitivity and an ability to relate to diverse client
populations.

The Expert Panels recommended that greater emphasis should be given to in-service
training programs -- basic “social work” skills, cultural sensitivity and accessing community
resources on behalf of clients. It is important to invest resources in staff-building -- to prevent
burnout, assure cultural sensitivity and develop career ladders. Since it is often difficult to
recruit competent staff, once on board, it is critical to keep them. High-turnover can be very
expensive. Incorporating paraprofessional staff, such as indigenous community workers or
volunteers, requires advance planning and targeted training and supervision.

Panelists also suggested that more attention be given to client education and training to
promote “client empowerment” and efective  transitioning of clients out of formal case
management. Client skills building programs should be available, as appropriate, to client’s
family or other caregivers.

I-10
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IMPLICATION FOR GUIDELINE!3  DPSP should encourage grantees to offer in-
service training opportunities, including skills building, cultural diversity and sensitivity
training, and stress management. Since information on grantee sponsored in-service
training programs is limited, DPSP should request that grantees submit descriptions of
their programs, including curricula and training manuals.

IMPLICATION FOR TECHNICAL ASSISTANCE: DPSP could develop model
curricula, skills building modules and training guides to assist grantees. There are likely
to be economies of scale in taking the lead in developing model in-service training
programs.

Caseload. The Expert Panels recommended flexibility in assigning cases, and thus,
setting caseload standards for case managers. While some Panels recommended specific
caseload limits, the consensus was that it is more realistic to prescribe ranges that would take
into account case mix and other intensity factors. Overall, smaller caseloads are preferable, but
program resources generally dictate caseload size.

Several Expert Panels indicated that the preferred caseload size is between 20 to 30
clients per primary case manager. For extensive case management, smaller caseloads (lo-15
clients) are desirable, particularly when daily contacts are necessary (e.g., homeless families).
Alternatively, caseloads of 60-100, while not uncommon, might be viewed as counterproductive.

The Panel discussions indicated a sophisticated understanding of the complex set of
variables that can influence the setting of standards or limits on caseload size:

Client mix as defined by client’s needs, intensity (e.g., number of weekly or
monthly contacts), stage of case management (e.g., active v. passive), or scope
of case management services;

Skills mix, responsibilities, ‘and involvement of other members of the case
management team;

Scope of case manager’s responsibilities, authority, and extent to which direct
services are provided by the primary case manager;

Travel time and distances when home visits play a significant role;

Resource limitations and
managers irrespective of
management services;

allocation decisions that dictate the number of case
the number of clients that would benefit from case

Regulatory requirements regarding

Client readiness and motivation.
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Having cases weighted for intensity is an important internal management tool to ensure
that one case manager does not become overwhelmed while another has a far less complex
caseload (e.g., clients in transition or maintenance stages). Specific examples of weighting cases
for their intensity were given. Several Panels discussed rudimentary weighting approaches. For
example, the Panel on Technology Dependent Children recommended that there not be more
than 25 cases per full-time case manager and an early-stage case (the first 90 days after intake)
should count as two cases. Similarly, the HIV/AIDS Panel recommended 20-30 cases of mixed
severity, with only 5-7 of those cases requiring intensive services (e.g., during the terminal
phase).

Ideally, case managers should be proactive in their efforts rather than reactive.
Unfortunately, Panelists indicated that case managers often were crisis-driven. To address this
problem, Panelists agreed that there was a pressing need for setting priorities and developing
triage protocols. Sometimes the aggressive client is not necessarily the most needy client.

IMPLICATION FOR GUIDELINES: DPSP should require grantees to report average
caseload per case manager on an annual basis, and whether any specific criteria are used
for weighting cases for intensity. This will provide a preliminary database on caseloads,
by type of case management program. DPSP, however, should not require specific limits
on caseloads since insufficient data is available for setting such standards.

IMPLICATION FOR TECHNICAL ASSISTANCE: DPSP can facilitate the sharing
of inter-program data on caseloads, providing grantees with comparisons for assessing
their own program. Information sharing forums might also review the multiple variables
that should be taken into account when assigning cases and monitoring caseloads.

IMPLICATION FOR RESEARCH: Since caseload size may be one of the most
significant predictors of program success and client impact, additional research would be
useful. Illustrative research questions include: Are case managers with smaller caseloads
more likely to assure access to critical services? Do what extent does caseload size
influence client outcomes (e.g., greater use of services; shorter duration of case
management; greater client motivation and follow-through)? What factors should be built
into a weighting system for assigning cases and monitoring caseloads? To what extent
are current caseloads higher than optimal? Is burnout more likely among case managers
who have very large caseloads? To what extent can team approaches accommodate
higher caseloads? -

C. ADDRESSING THE CHALLENGES
MANAGEMENT

&? major strength of case management

4-i achieve greater self-reliance and empowerment._ __ _.

AND REALISTIC LIMITS OF CASE

is its ability to pave the way for clients to
Harnessing limited reiources,  however, has

I been a pervasive challenge for all programs that serve special populations.
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Addressing the Limits of Case Management. Case management programs have begun
to adopt a variety of coping strategies:

l Setting realistic, achievable goals as well as identifying those that should be given
highest priority;

0 Establishing standards for triaging or targeting specific types of clients, based an
implicit or explicit set of criteria;

l Expanding case management service capacity through paid paraprofessionals (i.e.,
lay staff, indigenous workers) and volunteers who are assigned specific roles and
responsibilities.

0 Negotiating more aggressively with community-based organizations to provide
services and resources to meet the pressing need for specialized referral services.

Three of the Expert Panels presented instructive strategies for triaging, stretching scarce
resources and expanding case management program capacity. For example:

Technology Dependent Children: When caseloads exceed recommended limits, triage
protocols are applied. Cases are divided into two groups: those requiring more and those
requiring less attention, with the former targeting families in-crisis, experiencing transitional
challenges, and entering the program (i.e., new case). In addition, these programs use
volunteers, paraprofessionals or administrative support staff to relieve case managers of some
duties such as arranging and managing family-to-family contacts.

Perinatal Care: The risk assessment is used as a mechanism for identification of high-
risk cases which should priority status. While all pregnant women should receive prenatal care,
those at higher risk, as indicated by a risk assessment, receive priority for perinatal case
management. Risk factors include a combination of health risks (e.g., diabetes), lifestyle risks
(e.g., substance abuse), and economic factors (e.g., poverty).

HIV-AIDS: To stretch case management resources, HIV-AIDS programs: (1) delegate
some routine activities or functions to less. trained or skilled staff; (2) provide training to
indigenous workers to enhance their skills; (3) assist those with HIV disease and their
families/friends to provide some needed services to one another (e.g., errands, counseling,
transportation); (4) train other volunteers to perform some of case management tasks; and (5)
provide some services to groups of clients (e.g., assistance in completing applications for public
programs).

IMPLICATION FOR GUIDELINES: DPSP should instruct .grantees  to conduct an
organizational self-assessment that specifies priorities, examines capacity problems and
identifies any capacity stretching strategies already taken, or planned, to cope with
limited number of case managers, rising caseloads and resource gaps. This will provide
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additional documentation on the resource barriers that case management programs face.
In addition, grantees will be able to share information on strategies for stretching
capacity.

IMPLICATION FOR TECHNICAL ASSISTANCE: DPSP can support focus
groups on designing organizational assessments, priority setting and capacity
stretching strategies. Focus groups provide an opportunity to share state-of-the-
art information and expertise borne of experience.

IMPLICATION FOR RESEARCH: DPSP can support case studies that
describe innovative capacity stretching strategies and compile data for assessing
the impact of such strategies on program performance and clients.

Serving Multi-problem Clients and Seved Different Categorical Populations.
Increasingly, it is becoming more dtJ?cult  to take a categorical -- special populations --
approach to designing and operating case management programs. For example, clients present
with multiple problems (e.g., homeless, substance abusing pregnant women). Panel members
maintained that most clients present with multiple problems, but that it is necessary to distinguish
between two types of multi-problem clients:

l Those who fall into more than one of the six categorical populations that
were the subject of this conference (e.g., ‘homeless pregnant women); and

l Those who had multiple bio-psychosocial problems (e.g., dually diagnosed as
seriously mentally ill and chemically addicted).

Case management in an increasing number of organizations is tfirnded  by multiple
categorical grants, as well as Medicaid. As a consequence, several case management programs
may exist within a single organization, each serving a diflerent  categorical population. Each
program may be subject to different funding cycles, distinct program design and staffing
priorities, and generally different reporting requirements. This diversity may ultimately lead to
duplication of common functions (e.g., assessment), inefficiencies, and perceived inequities if
one program offers a particular service and another doesn’t without regard to the client’s specific
needs.

Panelists agreed that case managementprograms can be designed to accommodate multi-
problem clients if the focus is primarily on a client’s needs rather than a prescribed set of
categotical  services. Panelists also suggested that the prevailing categorical emphasis should
be reexamined and consideration be given to ways in which finding agencies can collaborate in
their support for case management.

IMPLICATION FOR PROGRAM GUIDANCE: DPSP can take an initial step
towards supporting client-focused rather than categorical -- population-focused --
case management programs by acknowledging the merits of a single guidance on
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case management. DPSP should consider promulgating a common guidance on
case management for all grantees rather than separate, and often different,
guidances for each categorical grant program. In developing a common guidance,
DPSP should also take into account Medicaid’s case management requirements
since they will continue to influence both the structure and operations of grantees’
case management programs.

Multiple Funding Streams and Duplicative Reporting Requirements. Panelists expressed
considerable jktration  in their e$orts to support their programs by obtaining finds jkom
various sources, and then complying with conflicting or duplicative requirements. Case
management programs must strive to strike a balance between program design features that are
client-focused and conflicting program requirements imposed by various funding sources,
especially Medicaid as it assumes a greater presence in the financing of case management
services. Each funding source usually requires agencies to develop separate financial and service
reporting systems. The more funding sources, the more complex, costly, and inefficient it
becomes to comply with and supply requisite information. The Expert Panels recommended that
greater effort should be made to pursue development of coordinated data and reporting
requirements, particularly among the Federal agencies that will increasingly support and
influence the scope of case management services.

The Perinatal Care Panelists, for example, most clearly expressed frustrations in their
growing efforts to reconcile conflicting goals and requirements as Medicaid has become a prime
payer of perinatal care for at-risk populations. Medicaid sets restrictions on duration of case
management, which are not in the best interest of many clients. Medicaid rules also restrict who
can deliver case management -- permitting only nurses or social workers, not indigenous
paraprofessionals. This prohibition makes it very difficult to reach women who are most in need
of services. Some are alienated from conventional health care providers; some are more
comfortable with members of their own culture, community or support group. Many programs
use indigenous community workers for intensive outreach (i.e., making initial contact) and home
visits. Furthermore, restrictive Medicaid rules may actually raise the cost of delivering care,
or reduce the effectiveness of case management by forcing large and unmanageable caseloads.

IMPLICATION FOR GUIDELINES: DPSP should review Medicaid requirements prior
to issuance of any guidelines that might be at variance with Medicaid rules. This
Medicaid review is likely to involve both Federal rules as well as state-specific
regulations governing case management services, staffing and/or program requirements.
Given the prominence of Medicaid reimbursements in financing case management and
variability among state Medicaid requirements, DPSP should avoid imposition of any
requirements on grantees that would conflict with Medicaid requirements, and thus
jeopardize reimbursements for case management services.

IMPLICATION FOR TECHNICAL ASSISTANCE: DPSP should assist
grantees in obtaining information on Medicaid’s case management waiver
programs -- targeted case management and primary care case management -- and
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managed care initiatives. Annual grantee meetings provide an excellent forum for
inviting Medicaid experts and HCFA officials to discuss waiver programs,
application procedures, and new managed.care  initiatives.

I%lI’IX4TION  FOR COLLABORATIVE FEDERAL, STATE AND LOCAL
GOVERNMENT ACTIVITIES: AS the interest in and value of case management
grow, it is increasingly important to initiate discussions with sister agencies that require
or are likely to require special data and reports. from case management programs. DPSP
can and should take the lead in convening key agencies in sorting out what is and should
be required of case management programs, focusing on both data and reporting
requirements. The problem of conflicting and/or duplicative Federal reporting
requirements is well known and is likely to become more troublesome for case
management programs. Since Medicaid can be a primary source of funds for many
grantee agencies, coordination between DPSP and HCFA is essential.

D. RESEARCH, DATABASE DEVELOPMENT, AND EVALUATION

Several research topics have been presented above, as they emerged from the
recommendations of the Expert Panels. In addition, the Cross-Cutting Panel on Research and
Evaluation recommended the following:

a First, DPSP should work with grantees in developing a uniform dataset for
examination of case management programs, practices and models. Grantees
should be involved at an early stage in the specification of data requirements, data
collection protocols and report formats. As noted earlier, to avoid creating
another layer of reporting requirements, the existing array of reporting
requirements should be taken into account in designing a uniform research
database.

l Second, DPSP research should focus, at least initially; on documenting and
analyzing the case management process and structural features rather than moving
too quickly into comparative evaluation studies of impact and outcomes. Too
many aspects of the case management are not sufficiently well delineated nor
comparable for more sophisticated program performance and client outcome
studies.

0 Third, DPSP should support data collection and research activities which would
be viewed as useful to the case managers and the case management programs.
DPSP should encourage evaluators to report analytic findings to the grantees.
And, the administrative application and utility of research findings should be
made clear to the grantees and case managers, providing a constructive basis for
voluntary and collaborative, if not enthusiastic participation.
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The proposed collaborative research process will facilitate research that is useful not only
for demonstrating the benefits of case management to public policymakers, but to program
managers and front-line case managers who will be modifying programs and practices.

E. EXPERT PANEL DELIBERATIONS

Chapters II through VIII present more detailed summaries of each of the Conference
Expert Panel deliberations and recommendations. The Expert Panel deliberations also
highlighted -- implicitly or explicitly -- areas for technical assistance and research to support
grantees efforts to improve their case management programs and capacity to serve clients.

As noted earlier, the Expert Panel deliberations reflect the experiences and hands-on
expertise of front-line case managers, case management supervisors, and health care
professionals. It is important to observe that the conference participants appreciated the
opportunity to join with colleagues to consider issues critical for the design of their programs,
and to offer recommendations for development of future case management guidelines.

In contrast to other case management forums and published literature which have tended
to be more theoretical:

l Conference Panelists focused on translating their @St-hand  experience into
principles, recommendations and suggestions for the development of future DPSP
guidelines on case management.

l l%e resultant principles, recommendatio.~,  and suggestions provide a
practitioner 3 perspective on case management, with a corresponding awareness
of the prevailing constraints, frustrations, and regulations that govern the practice
of case management for special populations.

The recommendations of the six Special Population Panels (Chapters II through VII) deal
with:

0 Content of Case Management;

l Structural Features of Case Management Programs; and

l Strengths and Realistic Limits of Case Management Programs.

The recommendations of the three Cross-Cutting Issues Panels are presented in Chapter VIII.
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TECHNOLOGY

A. OVERVIEW

CHAPTER II

DEPENDENT/ASSISTED CHILDREN

The Expert Panel on Technology Dependent or Assisted Children advocated
comprehensive case management, encompassing all of the core services, as presented in
Appendix D. Further, all of the supplementary services fall within the purview of the case
manager, whether provided directly or indirectly.

An overriding theme was personalized assessment, care planning, and care monitoring.
This client-focused approach centers on each child’s special needs (medical and social) as well
as his/her familial circumstances. Family-oriented case management was viewed as particularly
important for technology dependent or technology assisted children.

A concurrent theme emphasized identtjication  of family strengths, and ultimately the
promotion of progressively greater familial involvement in the child’s care and care monitoring.
While not always explicit, case management is viewed as a transitional service whereby families

? learn skills and develop competency in care-giving from the case manager. Panelists recognized
that some families may outgrow the need for case management as the child’s condition stabilizes,
or his/her family can assume basic case management roles. However, an investment in
educating families is necessary.

The Expert Panel indicated that there are no standard or generally accepted assessment
instruments or care planning protocols, but did recommend elements important to assessment.
The Expert Panel suggested that more attention should be given to sponsoring multi-site
evaluations that focus on both process (content of case management) as well as client outcomes.
Panelists agreed that there is too little information about the “effects of case management,
relative to outcomes of the child and family’s functioning. ” The Expert Panel suggested building
a more scientific understanding of case management by addressing the following research
questions: What aspects of case management make a difference? What are the essential
ingredients of case management? How much case management is necessary, and under what
circumstances?

B. RECOMMENDATIONS

1. Content of Case Management

Core Services. The Expert Panel agreed that core case management services included:
p (1) assessment, (2) care planning, (3) service arrangement and coordination, (4) care monitoring
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and reassessment. A additional key feature for this special population is the need to form
linkages within the community among providers servi.ng technology assisted children as well
between providers and families.

The Expert Panel developed working definitions for these core services, clarifying the
scope of responsibilities.

Assessment. While standard protocols do not exist, all agreed that assessments should
be comprehensive or holistic, with an assessment of medical, developmental, familial,
educational, and financial needs, as well as existing social support and strengths. The
preferred approach is an in-home or on-site assessment of children and their families,
providing an opportunity to assess the environment, family needs, and existing caregiving
strengths.

Assessment and periodic reassessments were basic case management services. The
Expert Panel, however, could not suggest how best to accomplish ongoing assessments
(e.g., formal or informal, frequency). The consensus was that assessments should be
either (1) conducted by the case manager or (2) arranged and coordinated by the case
manager when a multi-disciplinary approach is appropriate. For example, a medical
professional could serve as a team member responsible for the assessment of medical
needs and a psychologist responsible for assessment of psychosocial needs. The case
manager, in turn, would be responsible for coordinating the assessment process,
preparation of the resultant care plan, and scheduling periodic case conferences.

Care Planning and Service Arrangements. The Expert Panel recommended that both
broad goals and specific objectives should be specified in a care or service plan.
Panelists, however, were unable to agree on how to define what should be regarded as
“broad goals”  in contrast to “specific objectives”. Several Panelists suggested that the
care plan should only specify broad goals, leaving specific objectives to be established
(and monitored) by the attending health professional(s). Other Panelists suggested that
the case management care plan should be comprehensive in identification of both broad
goals and specific objectives.

Quality of Care Monitoring. While Panelists agreed that case managers should
monitor care, they distinguished between monitoring “whether and how well services are
provided” (quality of services) and monitoring “how the child and family were
progressing overall” (quality of life issues). The unresolved issue: where does a case
manager’s responsibility start or stop in monitoring care plans? Several Panelists
suggested that case managers should be directly involved in monitoring the progress of
the child for each specific objective. Other Panelists advocated that case managers
should be responsible for monitoring the overall functioning of the child and family while
the providers (medical) were responsible for monitoring the child’s clinical progress,
based on the goals and objectives previously specified and agreed upon by the family,
case manager, and providers.
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After considerable discussion, a consensus position was set forth, recommending both a
general care plan and a specific care plan.

0 The general plan, called the service coordination plan, would include long term
outcome objectives and should reflect the services that can be provided as well
as those that cannot due to financial constraints.

0 The specific plan would identify the actual care to be provided to meet detailed
and defined clinical objectives.

The Expert Panel, however, did not arrive at a decision on whether the case manager
should be responsible for preparing and monitoring only one or both of these care plans. The
Panelists did agree and recommend that “arranging for, coordination of, and linkage of services“
based on the identified goals and objectives were an integral case management responsibility.

Supplemental Services. The Panelists agreed that all of the supplementary services, as
described in Appendix D, fall within the purview of case manager responsibilities -- directly or
indirectly. Supplementary services include: outreach, program eligibility assistance, social and
emotional support, system and resource advocacy, patient and family education and training, and
direct services.

It is important to note that the Panelists recognized that case managers might not always,
or should not always, be directly responsible for each of these services.

Outreach, System and Resource Advocacy. Outreach is particularly important for
identifying children and their families as well as providers in the medical community who
may not be aware of the benefits of case management. Panelists viewed these services
as essential to the case management system, but not regarded as functions that must be
performed exclusively by case managers. Outreach as well as system and resource
advocacy could be carried out at a program level by designated staff, relieving case
managers of these service responsibilities.

Patient/Family Education and Training. The Panel agreed that patient and
family education was a critical care coordination service. With respect to medical
and clinical care, the case manager should make sure that the education and
training is conducted by the appropriate direct service provider and that these
services are provided in a manner satisfactory to the child and family. Case
managers, however, should be directly responsible for education and training
related to the social services system -- teaching the family how to negotiate the
social welfare and health care systems, with this education oriented towards their
empowerment. Case managers’ responsibilities also include familial education
and training focused on promoting progressive independence, family strengths,
and realistic expectations.
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Direct Services. The Panelists could not agree on whether case managers should provide
direct services, what direct services they should provide, and which services should be
considered direct services. Direct services for technology assisted or dependent children
canbe highly complex, requiring special training, expertise, and clinical monitoring. It
is not surprising that direct services, particularly clinical and specialized care, would not
necessarily fall within the competency and role of case managers.

Eligibility Assistance. Facilitating access to Medicaid and Supplemental Security
Income (SSI) benefits by providing this service is essential.

2. Structural Features of Case Management Programs

Assessment Protocols. The Panelists did not identify any standardized forms or
assessment protocols, but they did recommend that certain elements should be present in any
assessment instrument and process. Key components of the recommended comprehensive
assessment include:

l An environmental assessment of the conditions in which the child and family live;

l A family needs assessment;

l A medical needs assessment;

l A developmental needs assessment;

l A financial needs and resources assessment;

l An educational needs assessment;

l A social support needs and resource assessment; and

l A profile of relationships and history with other providers and services.

Intensity and Duration of Case Management Services. The Panelists concluded that
there is no currently available standard or method for determining, classifying, or predicting the
type, scope, and intensity of case management that will be necessary to meet the needs of an
individual client (child and family). Panelists, however, agreed that there were critical periods
in which greater intensity of services are most likely:

l Initial 90 days after intake;
l During periods of transition; and
l Episodes of family crisis.
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The Panelists also recognized that greater intensity of case management services is likely

to occur and be necessary if resources are limited. For. example, special circumstances include:
(1) if there are less services available in the community, or (2) if community history and
attitudes are not compatible with the needs and circumstances of special populations.

As a consequence, Panelists recommended that guidelines on the type, scope, and
intensity of case management should be sufficiently flexible to allow for customizing case
management services to meet the needs of the individual child, family and community as well
as to meet the needs created by critical periods (e.g., family crisis) or community resource
problems. Further, the Panelists recommended that multi-site studies be conducted to examine
case management services, by time and level of e$ort  measures, and by impact on child and
family. These studies could provide an empirical basis for  prescribing type, scope, and intensity
of services that have proven to be more eflective  in achieving desired client outcomes and status.

Case managers should terminate care coordination when the family indicates (explicitly
or implicitly) that it does not want or need case management. Similarly, case managers should
close a case when client and family appear to be able to access the requisite medical and social
services themselves. When client empowerment is evident, it suggests that the case manager has
been effective in facilitation, education, and training.

Preferred Organizational Models. The Panel discussion centered around who the case
manager should be responsible to (i.e., provider organization, the payer, or the family) and
whether case management should be community-based (open system) or institutionally-based
(closed system). The Panel members acknowledged that there were pros and cons to each
approach and each model could work under the right circumstances. Unfortunately, there was
not time to identify specific circumstances nor to present the comparative advantages of
alternative approaches.

The Panelists, however, strongly recommended that a case management program exhibit
the following:

l In-home delivery of case management services, where possible;

l Availability of case managers on an as-needed basis and, thus, beyond the care
plan specifications to meet family needs, crises, or emergencies; and

0 Case managers who are based in the community, easily accessible, and skilled in
identifying and coordinating available resources (medical and social services).

/-

Individual/Team Approaches. The Panelists supported a team approach, but
recommended that one point person be given both responsibility and authority to make final
decisions. To implement an effective team approach, Panelists suggested a model that focuses
on case management in terms of functions (e.g., people who can assess health’needs,  people
who can devise educational plans, people who can help obtain financial assistance) rather than
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professional specialties (e.g., social workers, nurses, physicians). The team members. as
professionals, contribute their skills and perspectives, and perform roles as assigned
technically appropriate. To assure coordination, however, one person must be responsible
coordinating team activities and implementing the care plan.

or
for

Case Managers’ Roles, Responsibilities, Skills, and Training

Roles and Responsibilities. The Expert Panel specified the following as key roles for
case managers: (1) coordinate and assist in accessing services; (2) foster communication between
providers and families; (3) develop, update, and monitor the care/service plan; (4) ensure that
the responsibilities of all other team members are clearly defined and implemented; (5) enhance
the capacity of the family to assume a greater role in care management; (6) manage their needs;
and (7) foster positive relationships within the community.

The Panelists agreed that case managers can coordinate care effectively even if a case
manager does not control or have authority over resources and their allocation. The preferred
approach, however, gives the case managers some control over resources so that access to
necessary services can be assured rather than merely advocated or coordinated. Understandably,
there is an implicit concern that without sufficient ability to assure access, case managers will
not be able to guarantee access to care plan services and are then less able to assist their clients
in addressing unmet needs.

Skills and Training. The case manager skills and training discussion focused on staff
composition, minimum qualifications, and what type of training should be required.

Paraprofessionals. Some Panelists suggested that paraprofessionals, particularly parents
who had been through the system, would make excellent case managers, Several other
Panelists, however, indicated that all case managers should have some technical or
formal training prior to employment. The Panelists concurred that a paraprofessional
could function well as a case manager if he/she had, at minimum: (1) hands-on
experience with the special population; (2) proper supervision, training and monitoring;
and (3) appropriate support from other members of the case management team.

Panelists also considered the importance of cultural differences in meeting the needs of
their clients. To address cultural diversity issues and their implications for care
coordination, the Expert Panel suggested that greater emphasis be given to reaching out
within the community and recruiting a representative staff of case managers, particularly
paraprofessionals who could receive on-the-job training.

Requisite Skills. The Expert Panel agreed that all case managers should receive training
in: (1) inter-personal communication; (2) accessing local resources (providers, agencies,
and services); and (3) negotiating the health care financing programs (e.g., Medicaid,
Medicare, SSI). The Panelists also acknowledged that a good personality match between
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the case manager and his/her families plays a critical role in achieving effective case
management. It is, however, unclear whether skills competency or previous training
should be a pre-condition of employment or integrated into an on-the-job skills
development program. The Panelists suggested that the scope of training requirements,
including aspects of on-the-job training, is an important area for jkther  study and
exploration.

Caseload. Panelists agreed that intensive case management is critical, and thus,
caseloads should be limited. The Expert Panel recommended that caseloads. should not
exceed 25 clients/families per full-time case manager. And, cases during the first 90
days should count as two cases, providing sufficient time for extensive assessment, care
planning, and care coordination activities that occur during the initial period.

3. Strengths and Realistic Limitations I ,I

The Panel’s discussion focused on how to set priorities among cases when needs exceed
resources. Consideration was given to the difficulties of balancing needs, resources, and
“equity”. For example, delicate balancing decisions occur in addressing quality of life (e.g.,
what level of services is appropriate for a person in a vegetative state?) and quality of care (e.g.,
should services be spread evenly among all eligible families or should greater time-resource
emphasis be given to families in crisis?).

To assist in setting priorities, the Panel recommended that when caseloads exceed
recommended limits:

l Client cases should be divided into active and passive, depending on who needs t.
the most support (e.g., family crisis, transitions, new cases).

l Volunteers, paraprofessionals, or administrative support staff should assume 1;\

designated duties such as arranging and managing family-to-family contacts.

E

.I
j.

l Attention should be given to distinguishing between case management program
\i
>..*

activities and case managers’ case-specific responsibilities. This would relieve
case managers of specified roles or responsibilities that could be done just as well
by others (e.g., outreach, system and resource advocacy, direct services requiring

I .

expertise or special training).

In order to implement a priority setting and roles differentiation strategy, the Panelists
acknowledged that additional information and research is necessary. Specifically, Panelists
indicated the need for research on the comparative eflctiveness  of case management in three
circumstances: (I) crisis cases; (2) targeted intensive case management for designated clients
in greatest need; (3) basic level of case management within resource and time constraints for all I j

f- eligible clients/families. This information would assist case managers in setting priorities among \
!
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clients when caseloads exceed available time and resources.

This Expert Panel also suggested that additional research on the relationship between case
management and quality of life would be particularly useful in shifting a case from the active
(e.g., extensive service coordination) to a passive (e.g., appropriate but minimal services)
category. This is a very difficult and sensitive area for further consideration. While not often
discussed, consideration of quality of life is likely to surface as a very fundamental issue: should
case managers focus primarily on clients whose prognosis for self-reliance is more likely and
anticipated? Or, should case managers continue to play a role in providing emotional support
and comfort to clients/families when the prognosis is negative? Unfortunately, limited resources
and time constraints tend to surface ethical and emotional dilemmas.

Panel members shared experiences and tips on how to enhance availability of needed
resources. Panelists focused on: (1) how to get more physicians to accept Medicaid; and (2)
how to solicit support from private businesses and philanthropic grou.pss  The Expert Panel
recommended that the case management program should:

l Initiate or participate in interagency coordinating councils or task forces that will
permit community-wide communication, sharing of experiences and expertise, and
ultimately, division of responsibilities.

l Mobilize community and business organizations such as churches and
philanthropic groups to provide different types of services or supports that would
fill gaps in the service delivery and financing systems.

As in other areas, resource limitations can seriously limit program effectiveness and what
case managers can achieve.
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CHAPTER III

HOME HEALTH CARE FOR THE ELDERLY & DISABLED ADULTS

A. OVERVIEW

The Expert Panel on Home Health Care Services for the Elderly and for Disabled Adults
emphasized two themes -- client-focused assessment and care planning as well as an emphasis
on promoting client independence and autonomy,

The Panelists recommended a “bottom-up” orientation that is principally client-oriented,
with the assessment of a client’s needs directing the development of the care plan that specifies
type, scope, and intensity of case management services. In order to customize case management
services for clients, Panel members advocated guideline flexibility  so that case managers can
tailor services to meet each client’s critical and changing needs.

Panelists acknowledged that it is often difficult to tailor care plan services to meet the
individual client’s needs. Scarcity of appropriate services within a community, for example,
tends to constrain a case manager’s ability to assemble critical services. Resource and service
constraints, in turn, may present barriers to promoting client independence and autonomy (i.e.,
independent living within one’s own home and community).

This Expert Panel also recommended a broad array of basic services as critical for case
management, including both the proposed “core” and “supplemental” services, presented in
Appendix D.

B. RECOMMENDATIONS

1. Content of Case Management

The Expert Panel indicated that all home care clients require the “core” case management
services: (1) assessment; (2) care planning; (3) service arrangement and coordination; (4) care
monitoring and reassessment. The Panelists, however, objected to the use of the term
“supplemental” for several other types of case management services that they viewed as essential
(e.g., outreach, client advocacy, eligibility assistance). In particular, the Panel members agreed
that client advocacy and client support were critical components of the case management process
in facilitating home care for the disabled adult and the elderly.

To assure that case managers provide a full spectrum of services, as appropriate for the
client, the Expert Panel suggested that DPSP’s  guidelines recognize these “supplemental”
services as basic rather than optional. The Panelists suggested that these services be referred

!J- to as “additional services that may be needed by some clients, and thus the case management
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program should be able to provide such services, based on each client’s specific needs”. These
additional services include:

a Outreach to clients, their families, and other agencies to facilitate access to
needed services;

0 Assistance in qualifying clients for other programs and public benefits (e.g.,
Medicaid; SSI);

l Social and emotional support;

l Patient and family education and training; and

a System and resource advocacy.

The only service that the Panelists regarded as truly optional was “direct care services”
(e.g., home health services, home care monitoring). The direct care services often are provided
by health care providers (e.g., RNs, physicians, psychologists) within the community. Case
managers, however, might be able to provide some of these services if they have the requisite
skills, professional expertise and program resources to support their role as providers of direct
home care services. However, the panel felt that case managers were less effective as managers
in these programs because providing care for these people usually would take precedence over
managing their care.

2. Structural Features of Case Management Programs

Assessment Protocols. The Expert Panel viewed assessment both as a process and as
a more structured protocol. The assessment process and related protocols should be:

l Flexible enough to incorporate both the goals of the home care program and care
coordination needs of its target population.

l Coordinated with other programs in the community to facilitate referrals to other
agencies and to avoid duplication of activities.

l Multi-disciplinary so that an assessment is a comprehensive review of health
status, social and emotional status and familial circumstances.

l Structured to assess functional abilities (e.g., Activities of Daily Living, IADLs),
related home service needs (e.g., type, scope, frequency) and client’s previous
or current use of health and related medical care services.
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l Conducted face-to-face (first assessment) in a client’s home, permitting a
personalized interview and review of both client needs and the prospective home
care environment, including available familial and other supports (e.g., care
givers); the type and frequency of reassessments, however, would depend upon
the case manager’s judgment of a client’s needs and changing circumstances.

l Designed so that it leads to a care plan that is based on the client’s own (explicit
or implied) preferences for the types and intensity of services and related
assistance.

l Structured to incorporate criteria for determining when a case manager should
terminate case management services and close a client’s case.

This Expert Panel could not identify any existing assessment instrument that is widely
used and accepted. If DPSP plans to issue guidelines for the assessment process and
instruments, the Panelists indicated that additional consultation with grantees would be useful.
Panelists suggested that if a common assessment instrument is developed and adopted by
grantees, it should feed into a common data set that would be available for evaluating case
management program peformance  and client outcomes.

Intensity and Duration of Case Management Services. The Expert Panel emphasized
,? the importance of distinguishing levels of case management, consistent with the needs and

circumstances of an individual client. In some instances, case management is crisis-oriented,
with higher-intensity involvement with the client (e.g., contacts daily or weekly). In other
instances, lower-level monitoring is appropriate for stable clients (e.g., contacts every several
months). Different levels or intensity of case management are distinguished by the number and
type of contacts between the case manager and his/her client, as well as the type and amount of
case management services provided to the client.

The intensity of case management services should be: (1) based on a client’s needs as
identified in the most recent assessment; (2) specified in the client’s care plan; and (3) supportive
of a care level that both anticipates and seeks to prevent recurrence of problems.

The reassessment process also should incorporate criteria or guidelines for terminating
or phasing out case management services. The Expert Panel observed the importance of
defining criteria for terminating case management. The Expert Panel suggested the following
circumstances call for terminating case management services:

l The client becomes mentally incompetent and is no longer safe in his/her home,
necessitating alternative living arrangements including the possibility of
institutionalization.

l The client indicates that he/she no longer wants case management.
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a The family or informal caregivers can take over basic case management and care
monitoring responsibilities.

Preferred Organizational Models. Panelists agreed that a multi-disciplinary approach
is preferred. Within a multi-disciplinary team, a lead person should be designated as the
primary case manager. Because of the complexity of this population’s medical and social needs,
the panel felt this person should be either a nurse or social worker. The Expert Panel, however,
was not able to identify any specific organizational model or best practices for structuring a case
management program.

Individual/Team Approaches. Consistent with a multi-disciplinary structure, the
Panelists preferred a team approach. Primary case managers generally are nurses or social
workers, reflecting the care needs of their clients. Within the multi-disciplinary team, other
professionals (e.g., physicians, pharmacists, psychologists) .can and should be involved in the
case conferences and consultations, as appropriate.

The Expert Panel also recognized the potential value of including paraprofessionals,
students, family members and other informal caregivers on the “case management team”. This
more inclusive orientation would expand community resources and the capacity of case managers
to serve the target population.

Case Managers’ Roles and Responsibilities, Skills, and Training

Roles and Responsibilities. The Expert Panel agreed that case managers must be able
and willing to assume a broad range of activities, including some very basic personal care
services. Sometimes there are emergency situations or circumstances when no one else is
available to assist a client. A case manager, for example, might be called upon to go grocery
shopping if the cupboard is bare or Meals-on-Wheels cannot take additional clients. Case
managers should be willing to accept a variety of roles in serving their clients.

The Panelists, however, observed that case managers must guard against the tendency
of some clients to become overly dependent and exploit their circumstances. Case managers
must be sensitive to clients and be able to distinguish between basic assistance needs and a
client’s desire for company.

Case managers should have at least some resource allocation authority, to enhance their
ability to ensure the availability of critical resources and services. For example, access to
“emergency funds” can make a significant difference for some clients, especially when a
critically needed service is not reimbursable by any other payer. Without financial resources
and the ability to distribute them, case management programs run the risk of assessing clients
without being able to assure access to those essential services. This might be referred to as the
“fully assessed, and nowhere to go” syndrome that undercuts potentially effective case
management programs. The Panelists agreed that the broader the scope of a case manager’s
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resource allocation authority, the more effective the program is likely to be in ensuring access
to the full range of services.

Skills and Training. Panel members repeatedly emphasized the importance of case
managers who are able to establish a personal relationship with their clients and their respective
families or informal care givers, if present. A personal relationship was viewed as crucial for
developing the requisite trust, rapport, and respect necessary for success and case manager
effectiveness in meeting client needs and in promoting longer term independence.

This Expert Panel, while not focusing on pre-employment formal training, emphasized
talents, competencies and responsibilities. One of the essential, albeit very basic, skills is
interpersonal communications, including linguistic competency and cultural sensitivity. Panelists
also indicated that case management programs should, to the extent feasible, recruit and train
staff representative of the target populations (e.g., gender, ethnic, cultural and/or linguistic).

Overall, the range and level of skills represented by members of a case management team
should correspond with the medical complexity of the client’s condition, the availability of
service personnel in the community, and program access to professional consultation and
expertise.

The Expert Panel emphasized the importance of in-service training. This on-the-job
p training should be oriented toward the full spectrum of anticipated roles and competencies.

Similarly, training of paraprofessionals and informal care givers is an important factor in
stretching the case management system and promoting client independence.

Another training and staff competency area -- ability to handle stress and grief -- is not
frequently mentioned but is important for case managers who deal with chronically ill and
terminal patients. The Expert Panel recommended that case management programs provide
ongoing training and staff support in dealing with the stress, grief, and burnout. Having made
an investment in the training of case managers, it is important to reinvest in re-building strength
under stressful conditions which would try the most hardy caregivers.

Caseload. The Expert Panel recommended flexibility in setting caseloads. A case
manager’s caseload can vary according to several factors and their interrelationships, such as:

0 Client mix, taking into account different levels of intensity required by the cohort
of clients;

0 Number and respective roles of case management team members, including the
provision of case management and other direct home health and related social
services;

l Scope of primary case manager’s responsibilities, with time demands increasing
p to correspond with the range of case management services and client mix;
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r
if- l Travel distances (rural) and time (urban) required for at-home visits; and

l Availability of funding and related resources for provision of essential home care
services.

3. Strengths and Realistic Limitations

Success in case management can be defined as the time when a client phases out of case
management such as when clients or their informal caregivers assume primary responsibility for
accessing and monitoring care. As noted earlier, case management’s overall goal is to facilitate
client independence and autorwmy. Needs assessment and service coordination are interim,
albeit critical, steps in paving the way towards greater self-reliance and empowerment.

The Expert Panel also agreed that case management programs are most effective when
they assist their clients in accessing community-based services and resources by:

l Knowing about and aggressively seeking out all community-based providers and
agencies; and

l Negotiating with agencies to secure services for one’s clients (e.g., “quid-pro-
quo” trade-offs).

Harnessing limited resources is the pervasive case management challenge. Thus, system
advocacy as well as client advocacy fall within the purview of case management programs. The
latter is a case manager role and responsibility. The former, however, can and perhaps should
be a program feature, with responsibility shared among the administrative staff.

Panelists also cautioned that case managers should be ready to recognize and
acknowledge the limits of what case management can do. Case managers, for example, should
be vigilant with regard to the following three situations that may call into question the wisdom
and utility of continued home care oriented case management: (1) when the health or safety of
clients is in danger; (2) when the case manager cannot arrange for some critical services; and
(3) when the client does not want case management. In such situations, case managers must be
willing to transfer clients to a safer and more appropriate facility (e.g., nursing homes) or cease
case management which is and should be a voluntary, client-focused service.

j ,,--
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CHAPTER  IV

PERINATAL CARE

A. OVERVIEW

One of the underlying issues in the discussions by the Expert Panel on Perinatal Care was
the extent to which Medicaid reimbursement influences the structure of perinatal case
management services. Most states have expanded Medicaid benefits to cover case management
for pregnant women, and programs rely upon Medicaid for financial support. State Medicaid
programs define the type, duration, and intensity of case management differently and impose
diverse reporting requirements. Furthermore, most limit the type of provider who & do
perinatal case management services. In light of the great variation in state requirements, Panel
members unanimously agreed on the need for flexibility in establishing any guidelines for
perinatal case management.

A concurrent theme focused on the pragmatic tension between the belief that case
management should be client-centered and the reality of Medicaid program requirements. The
most effective case management was felt to be highly personalized, addressing each individual
woman’s needs as they occur. Such client-centered care calls for flexibility in staffing patterns
and duration of services, which may be precluded by state Medicaid regulations.

Differences in reimbursement rules have a greater impact on the structure of case
management programs than on the content of services. Standard assessment protocols are
available and there is general agreement on the risk factors which call for ihtensive  case
management services. Because the perinatal period is of relatively short duration, outreach and
program eligibility assistance represent critical case management services that can facilitate early
entry into care.

While case management has been primarily focused on intensive servks in the
immediate prenatal period, Panelists stressed that cue management should be broader arui more
encompassing -- expanded to deal more eflectively  with pre-conceptual behaviors and risks
(drug/alcohol use, nutrition) andpost-partumfamilial  health and welfare issues (parenting, infant
care, early childhood, inter-conceptual maternal health).

B. RECOMMENDATIONS

1. Content of Case Management

Core Services. The Expert Panel agreed that all of the core services identified in
Appendix D were essential components of perinatal case management: (1) client assessment; (2)
care planning; (3) service arrangement and coordination; and (4) care monitoring and
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reassessment. In addition, the Panelists stressed that some of the proposed supplementary
services be regarded as core case management services. Extensive research has documented the
importance of early, ongoing prenatal care as well as services which facilitate entry and
continuation in care. This underscores the importance of the following case management
activities:

Referrals and follow-up were characterized as “a lifeline” for perinatal case
management. The Panel stressed that referrals encompass other social services, as well
as direct perinatal care.

Eligibility assistance is a key gateway to receiving services. The expanded availability
of Medicaid for pregnant women and their infants makes services to assist women in
filing for and obtaining benefits a particularly important case management service.

Social and emotional support derives from the relationship between the case manager
and a pregnant or parenting woman and is important to maintaining women  in care.

Supplementary Services. The Panelists’ experience indicated that several of the
supplementary services are critical for promoting adequate perinatal care. The primary
distinction was whether a service was provided by the case manager. While referrals, eligibility
assistance, and social support were seen as integral responsibilities of the case manager, other
supplementary services, for example, outreach could be provided by other personnel.

Outreach. Because pregnancy is time-limited and the potential for fetal damage in the
first and second trimesters is high, it is critical to find clients early in their pregnancy.
Without an effective outreach program, the primary objectives of perinatal case
management, assuring early entry into care and continuity of care, cannot be achieved.
However, the Panel suggested that outreach activities could be shared with other staff,
or with a coalition of organizations. Outreach is labor-intensive, often requiring more
than a small cadre of outreach workers. It was noted that frequently, outreach is more
effectively performed by non-professional personnel or lay staff because of their
knowledge of and membership in particular ethnic/minority/cultural groups. A number
of state Medicaid programs, however, require that case managers be licensed
professionals and thus, be eligible for Medicaid reimbursement.

Direct Services. How to treat direct services led to extensive discussion. Many
perinatal case managers are registered nurses, social workers, or public health
nutritionists, who provide both direct service and case management. In many cases, the
client-case manager relationship evolves out of the provision of direct services.
Nevertheless, the Expert Panel suggested that only direct educational and counseling
services are actually integral to case management. Direct services which are part of the
medical/nursing component of care (e.g., hands-on health care) are not necessarily a core
part of case management services even if provided by staff who are also case managers.
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System and Resource Advocacy. The Expert Panel strongly viewed case managers as
being, first and foremost, advocates for individual clients. Case managers have a
responsibility to identify deficiencies in the current system, and provide this information
to others (e.g. center directors, other community groups). The case manager, however,
should not be primarily responsible for building coalitions to advocate system-wide
resource development or system change.

2. Structural Features of Case Management Programs

Assessment Protocols. There are a number of standard pregnancy risk assessment
instruments available. The one most widely used was developed by the American College of
Obstetricians and Gynecologists (ACOG).  One panel member preferred the instrument developed
by DHHS Region 10 Nurse Consultants for use in programs particularly targeted to low-income
and high-risk women. Demonstrations and research on adolescent pregnancy have also yielded
assessment tools that identify important risk factors for this population. The Panel recommended
that the available assessment tools be compiled and provided to the sites for their review.

Use of assessment protocols provides an important tool both for identifying individual
client needs and for targeting case management resources on those at greatest risk. The Panel
strongly believed that the assessment should be based on specific risk and needs criteria.

r However, risk and needs assessments must be formulated to transcend the cultural biases of
individual providers/ case managers when s/he is rating a client’s risk. For example, middle-
class women are frequently not assessed for HIV/AIDS or domestic violence.

Intensity and Duration of Case Management Services. The level or intensity of case
management services varies in relation to needs. Clients with more medically complex
pregnancies or significant risk factors (e.g., teenagers, substance abusers) should receive more
intensive levels of case management. The Panel noted that evaluation information is currently
insufficient to provide specific guidelines that would help identify specific clients (or types of
client) who should receive more intensive case management services. In the absence of such
information, decisions are frequently made by individual case managers, and may be influenced
by size of caseload rather than client needs.

The level or intensity of service -- ranging from brokering of services to intensive and
continuous involvement with high risk women -- is also influenced by state Medicaid program
rules, that may, for instance, prescribe limits on the number of hours of case management that
will be reimbursed by the program.

The nature of pregnancy also affects the intensity and duration of case management
services. It is clear that prenatal care and case management services should begin as soon in the
pregnancy as possible. The Panel advocated continuation of case management services until an
infant reaches age one. This maintains the personal relationship between mother and case

.c manager, enabling provision of support, assistance, and ongoing referrals to improve infant
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health. The Panel noted that many Medicaid programs restrict the duration of case management
to 60 days post-par-turn, effectively targeting the service only on the pregnant woman and not
her child. Panelists felt these reimbursement limits defeat the intent of case management.
Family planning is one service that is seriously affected by such a short postpartum service
period.

Preferred Organizational Models. The Panel strongly advocated a team approach to
perinatal case management. Both licensed professional staff and non-licensed non-professionals
can be effective case managers, and programs should be flexible regarding which types of staff
serve as primary case managers. Medicaid reimbursement often drives who a case manager can
be which may conflict with which case manager a given woman should have.

Each client should have a “lead” case manager, who has primary responsibility for the
case. Often, the primary consideration in assigning a “lead” case manager is the relationship
between a client and staff. These individual relationships promote confidence, lend social
support and, ultimately, contribute to keeping a woman in prenatal care.. The skills involved in
building relationships frequently are more important than professional credentials.

Views, on whether the assigned “lead” case manager should change as a client’s changes,
varied. On the one hand, personal relationships developed with a case manager argue for
retaining that case manager. On the other hand, some case managers have more experience
dealing with particular types of needs than others. Changing case managers may be applicable
if case management continues until an infant reaches age one, since the needs of both infant and
mother are likely to change significantly during that time period.

Case Managers’ Roles, Responsibilities, Skills, and Training

Case managers have a responsibility to provide all of the identified case management
services or assure, where appropriate, that they are provided by another. Case managers should
be prepared to render services in the home or community as well as a primary medical care
setting, to fully address the needs of clients.

As noted above, there is no single set of skills and training most appropriate for perinatal
case managers. There is, however, a significant need for staff training regarding high-risk
populations (particularly HIV/AIDS and substance abuse) and cultural sensitivity. Case
managers (and other perinatal service staff) need training .in: (1) how to identify these risk
factors in their assessment process; and (2) appropriate methods of service provision. This
training should be supplemented with multi-faceted efforts to educate the community about the
risks to babies born to mothers who are substance abusers, or those who are HIV-positive or
have AIDS.

Similar to other aspects of perinatal case management, the type and mix of staff used as
case managers are increasingly influenced by Medicaid. Many state Medicaid programs specify
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? the types of personnel whose services may be reimbursed. Since these requirements vary from
state to state, the Panel expressed some concern about application of uniform national
requirements, which might not fit a particular state situation and their preferred guidelines.

3. Strengths and Realistic Limitations

The Panel identified two constraints influencing performance of perinatal case
management programs -- large caseloads and Medicaid rules.

Caseload Size. Caseloads for perinatal case managers can be overwhelming. Some
Panel members cited situations where case managers can have 60 - 100 clients for whom they
are responsible. With caseloads of this size, it is difficult for case managers tu provide the kind

- of supportive services and intensive follow-up that clients require. The Panelists suggested
factors that should be considered in determining appropriate caseload size, but they had no
specific numeric recommendations.

Since many perinatal case managers have other responsibilities,- caseload size will vary
by type of practitioner. For instance, nurse practitioners handling medically complex cases
might have smaller caseloads than public health nurses who handle less medically complex cases.
Caseload size may also need to vary, depending on the amount of intensive outreach needed to

r‘\ ensure that clients sustain involvement with prenatal care plans, and the extent to which that
outreach is carried out by case managers. Finally, the Panel believed that ranges of caseload
size ratios would be more appropriate as guidelines, rather than requirements.

Medicaid Program Rules, The Panel found that almost every aspect of perinatal case
management is influenced by Medicaid reimbursement rules. For instance, Panel members
strongly believed that case management includes a strong component of client empowerment and
that participation should, therefore, be voluntary. State Medicaid programs that mandate
enrollment in managed care plans may conflict with this philosophical approach. Similarly,
restrictive Medicaid reimbursement rules may be different than those of other funding sources.
And, there are differences among the states in their rules, definitions and requirements for case
management.

Given that Medicaid is a state-run program, the Panel did not see any immediate way to
address these problems. They did, however, strongly urge that any effort to develop uniform
national guidelines for perinatal case management recognize the differences in state Medicaid
rules. The Panelists noted that a compilation of the varying state requirements is not now
available, and that such information should be gathered and shared with the programs. While
guidelines and recommendations are important, it would be difficult for programs to meet
requirements that do not conform with their state’s Medicaid provisions. To a considerable
extent, Medicaid rules have become the driving force that defines perinatal case management --
and case management programs cannot both maximize potential jiuuiing porn this source and

r‘ meet other, conflicting standards.
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Finally, documentation and related paperwork demand more and more of the case
manager’s time. While documentation is essential for obtaining reimbursement and assuring
accountability, case management programs are subject to an increasing array of rules,
definitions,. data requirements and reporting forms. To reduce the burden on case managers, the
Panel recommended that attention should be given to developing common and consistent
definitions and accountability requirements as well as a uniform dataset  for generating reports
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CHAPTER V

HIV-POSITIVE AK?) AIDS POPULATIONS

A. OVERVIEW

The Expert Panel members were in substantial agreement with one another throughout
the discussions despite the diversity of disciplines and related experience. The Panelists
specified five over-arching principles/recommendations for the case management of persons with
HIV/AIDS.

I
0 Case management programs should be client-focused, with client empowerment

as the basic goal.

0 While case management is a necessary and essential service for individuals with
a positive HIV status or any AIDS related illness, resource constraints must be
taken into account in designing programs. The HIV epidemic is still developing,
and it is likely that new cases soon will overwhelm existing programs.
Consideration thus must be given to extending the resources of case management
programs. Strategies for stretching case management services include: greater
use of lay sta#, oflering services to groups, and varying levels of case
management to clients with di$erent levels of needs.

l Basic and on-going supportive (social and emotional) counseling is essential
throughout the entire case management process. However, such counseling
should be distinguished from psychotherapy which may be appropriate for only
some clients.

l Program flexibility is important for tailoring services to address the preferences
and circumstances of the clients, particularly d@erences  in cultural, ethnic and
other distinctive socio-demographics. Case management programs must be
sensitive and responsive to diversity.

The Expert Panel also suggested that research supportfor  the development of a ?.@x?n
but su#iciently  flexible” assessment protocol would be usefil. A standardized assessment
instrument would be valuable for both determining a client’s case management needs as well as
providing a database for comparison of client outcomes and case management program
pet$ormance.

j:
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B. RECOMMENDATIONS

1. Content of Case Management

The Panelists divided the core services
case managers to individual clients or

into two categories: (1) services provided by individual
client constellations (i.e., family and friends); and (2)

services provided by the case management program (e.g., community education; system resource
advocacy). The Expert Panel specified and defined the following as both core and essential
services for the case management of AIDS/HIV clients:

Outreach. Identifies people with HIV or AIDS in the community who may want or need
case management services and offers services to resistant clients. Some outreach may
be performed by non-case manager program staff (e.g., street outreach workers, specially
trained paraprofessionals).

Triage/Staging. Because of the overwhelming number of clients who seek and/or
require case management services and the limited resources available to serve them,
initial triage (staging is sometimes the preferred term) ensures that clients in crisis
receive immediate attention while clients who are not in crisis are not forgotten. The
triage process addresses all care components, including the physical, psychological,
social, and environmental, but initially focuses on emergency needs. Criteria for
establishing priorities among clients should be established in advance and thus can guide
the case managers.

Assessment and Reassessment. Thorough assessment involves an in-depth review of
the clients’ biopsychosocial strengths, deficits, needs, and resources. Assessment
provides an opportunity to view clients in the context of their family and caregivers
because a client-centered approach means examining the network of people who are
involved with or caring for that individual. Reassessment should occur as indicated by
changes in the client’s circumstances.

Care Plan Development and Service Arrangement. Care plans must be client-focused
and directed at empowering the client. Panel members stressed the need for thorough
follow-up, client-level advocacy, and assistance in determining eligibility for programs
to ensure that clients actually receive the services identified in the care plan.

Care Coordination via Common Database. Within the bounds of confidentiality, case
managers should consider contributing client data to a common database as a means for
improving care coordination for clients receiving services from various community-based
providers in a highly fragmented delivery system. The case management system might
be the only and most efficient means for facilitating care coordination. A flexible, but
common, database should satisfy federal, state, and other funding sources.

Tracking. The tracking component is distinguished from reassessment in that it involves
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periodic follow-up with clients who are “open” cases but who are not receiving intensive
case management services.

C&is Intervention. Crisis intervention, encompassing some or all core services, is
particularly important for the AIDS/HIV population. The episodic nature of the HIV-
AIDS disease process plays a critical role in the periodic need for case management
services as well as the timing and intensity of those services.

Consultation. Consultation assists other agencies and service providers involved with
a client to understand and respond appropriately to HIV or AIDS clients.

Risk Reduction and Community Educatiod.  Program staff and individual case
managers should educate clients and their families and caregivers about risk reduction
behavior and maintenance of good health. Community-level education is important, for
example, focusing on reduction of risk behaviors and reaching out to providers who can
and should assume a role in the treatment and care of HIV-AIDS patients.

System-Level Advocacy. In contrast to client-level advocacy, system-level advocacy is
focused on resource development designed to increase the availability of services within
the community.

Evaluation and Quality Assurance. Both an overall program function and a
responsibility of individual case managers, the quality of case management services
should be periodically reviewed and evaluated.

The Panel identified one additional service that was desirable but not essential for case
management programs -- emergency financial aid to meet basic needs such as housing, utilities,
and food. If such funds are available through other resources in the community, the case
management program can help clients qualify for the assistance.

2. Structural Features -of Case Management Programs

Assessment Protocols. Panel members agreed that there are no generally accepted
assessment protocols now in use. However, several of the panel members noted that some
communities are in the process of developing community-wide assessment tools. The Panel
recommended that DPSP suppon  the development or identijbuion  of an existing assessmelw
protocol that is characterized by: (1) flexibility and brevity; (2) adaptability to computerized
format; (3) applicability to the entire client constellation (including family and other caregivers);
(4) acceptability to at least three funding sources; and (5) comprehensiveness (e.g., addresses
biopsychosocial factors, substance abuse, economic situation, educational and employment status,
etc.).

The Panel further recommended that the protocol should include at least six components:
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(1) demographics; (2) client needs; (3) information about current or potential client resources
and strengths; (4) first-hand (e.g., in vivo) assessment of environment; (5) outcomes of the
triage/staging process; and (6) disposition of the case. Finally, the Panel recommended that,
within case management programs for individuals with HIV-related diseases, assessment should
be a dynamic, ongoing, multi-disciplinary process.

Intensity and Duration of Case Management Services. Case management intensity will
be the greatest at the beginning (e.g., initial assessment), during periodic crises (throughout the
disease process), and during the terminal phase. The Panel recommended that within the HIV-
AIDS population, priorities for intensity of case management services. should be based on the
triage/staging process. The first three priorities might be: (1) clients whose presenting needs
are critical to their survival; (2) clients in crisis; and (3) situations in which case management
may prevent a possible crisis. While recognizing that HIV disease is episodic, the Panel
suggested that caseloads should be assigned to permit a mix of clients and thus varying levels
of service needs.

The Expert Panel stressed the importance of defining the endpoint for case management
services. Sometimes case management is viewed as “going on forever” or as a “Pandora’s Box”
by insurers and other funding agencies. Case closure clearly is appropriate after bereavement
counseling for a client’s family and friends. Other case closure situations should be defined and
become part of the case management process.

Preferred Organizational Models. The Panelists did not find any of the traditional
“models” particularly suitable for the HIV-AIDS population. Instead of emphasizing design
features such as location of services (e.g., community-based or hospital-based) or type and
number of professionals (e.g., team), the Expert Panel focused on
management program. The program design and structure should:

l Link clients to the services they need and coordinate

l Assign a primary case manager to each client;

the objectives for the case

all services;

a Respond to diversity among clients and individual client needs by including the
client in the planning, implementation, and evaluation of his or her case
management process;

0 Provide all core services, as previously identified; and

0 Integrate and use data to improve the program (e.g., by identifying gaps in
services).

I-41



Case Managers’ Roles, Responsibilities, Skills, and Training

Roles and Responsibilities. In addition to the core components previously described,
the Panel members specified the following responsibilities as important for achieving effective
case management:

Following-up with clients about the progress and outcomes of the case
management process;

Reporting to program managers and community leaders in order to improve the
program (e.g., identifying gaps in services, delivery access problems);

Maintaining vigilance for “red flags” that suggest possible crisis;

Coordinating care and referrals conscientiously to assure care access (e.g.,
discourage “dumping” clients into a fragmented delivery system); and

Minimizing tendency to over-promise so that client expectations are realistic, and
case managers are able to deliver on their “promises”.

Skills and Training. The Panel members agreed that the case manager’s academic
degree (e.g., MSW, RN) was not as critical as other aspects of training and education that relate
specifically to the HIV-AIDS population. The  Panel however recommended that more research
should be done to delineate requisite experience and skills.

At a minimum, all case managers should have an in-depth understanding of the dynamics
of the HIV disease and disease process. Training always should include an intensive orientation
to the specific program in which the case manager will be working. In addition, ongoing
training and education programs should be tailored to specific staff needs, and, where possible,
clients should be involved in determining the content of training and education programs.
Training must ensure that the case manager is responsive to diversity among his or her client
caseload. Finally, regular individual supervision should be provided to every case manager.

Caseload. The Panel members indicated that an ideal caseload for the HIV-AIDS
population is between 20 and 30 cases. However, the Panel stressed the importance of assigning
caseloads that are mixed in terms of severity so that a case manager is never dealing with more
than five to seven cases that are likely to require intensive services at any one time. And, it is
important to note that the Panel defined a “case” as including the client and his or her
family/caregivers.

The tremendous increase in HIV-infected persons and people with AIDS presents
enormous challenges to case management programs in maintaining a reasonable and balanced
caseload. Since resource and staffing constraints prevail, the Panel offered several
recommendations for stretching case management services. For example:

. .r
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l Case managers could be more efficient if they could delegate some routine
activities or responsibilities to less trained or skilled staff.

l Programs could provide training to indigenous case coordination and service
providers.

0 Programs could similarly devote time and resources to help those with HIV
disease and their families and friends provide some needed services to one
another (e.g., errands, counseling, transportation, etc.).

l Selected services (e.g., assistance in completing applications for public assistance
programs) could be provided on a group basis.

These recommendations underscore the value of advance planning and structuring case
management programs to train and incorporate the resources of volunteers as part of the early
implementation process.

3. Strengths and Realistic Limitations

Most of the Panel’s recommendations for addressing resource limitations pertained to
those of the program itself, rather than those in the community. The Expert Panel emphasized
development of a continuum of responses (or levels of case management) from tracking to
intensive intervention that spans a client’s changing needs and disease stages. The objective is
to be able to define and array different levels or types of case management for the target
population rather than to screen out clients when resources are overly stretched or clients require
minimal monitoring. The Panel members emphasized that the HIV-AIDS disease stages are
likely to influence need for services as well as the type and level of case management. Panel
members also suggested for preliminary assessment of a client’s level and scope of needs:
housing status and family support, substance abuse, employment status, insurance status, client
request for specific services, psychosocial assessment, and expressed difficulties in dealing with
the “system”.

The Expert Panel was very sensitive to the complex and varied nature of the psychosocial
problems of their clients and the implications for case management. The Panel stressed that the
only individuals with HIV-related disease who should be excluded from case management are:
(1) those who are violent at the time service is being offered; (2) those who are psychotic and
untreated at the time service is offered; and (3) those who exhibit anti-social, program-related
behavior such as stealing from the program or case manager. This is viewed as necessary but
time limited; once a psychotic episode has been treated or violence ceases, case management
services may be resumed.
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CHAPTER VI

SUBSTANCEABUSERS

A. OVERVIEW

f

The Expert Panel defined case management as an integrative function coordinating a
package of services across agencies or divisions of agencies and distinguished several case
manager roles in accomplishing delivery of integrated services. The Panelists stressed the
importance of client-focused case management, which emphasizes client empowerment and helps
clients to gradually become their own advocates. One of the best ways to accomplish this goal,
according to the Panel, is the use of an interdisciplinary team, including various professionals
and outreach stag, working together with the client to develop and achieve goals spec#ed  in the
care plan.

The Panelists also observed that the importance of outreach cannot be underestimated.
The nature and lifestyle of addicted individuals limit the effectiveness of office-based case
management. An interdisciplinary team includes professionals and indigenous workers who are
sensitive by experience to the culture and to the specific problems of substance abuse. If case
managers go into depressed and often unsafe neighborhoods to locate the client, it is essential

p that they are familiar with the area and its people or are accompanied by an indigenous outreach
worker. A team concept is important so that indigenous workers are “not over their heads and
by themselves” and that outreach and community follow-up information is shared with the case
manager. Since the substance abuser population is generally suspicious of authorities, an
indigenous outreach worker can reduce an atmosphere of distrust and help strengthen the
relationship between the case manager and the client.

B. RECOMMENDATIONS

1. Content of Case Management

Core Services. The Expert
(Appendix D) were essential: client

Panel agreed that. all of the suggested core services
assessment, case planning, service arrangements and

coordination, and case maintenance and reassessment. Panelists further emphasized the need for
“after care” services in responding to the chronic nature of addiction and substance abuse as well
as the danger of HIV-infection.

F-\

Panelists suggested that most of the supplementary services (Appendix D) should be
considered core services for substance abusing populations. In recognition that it would be
difficult or financially infeasible for many programs to provide a full complement of such
services, the Panelists narrowed the scope to include: (1) client advocacy; (2) “active” outreach;
and (3) client education through counseling and direct services.

I-44



The Expert Panel recommended that case managers emphasize a combination of client
advocacy, outreach, and education as the means for promoting client empowerment whereby
clients can assume greater independence and responsibility for implementing their own care plan.
This approach also forges a partnership between the client and case manager in implementing
the care plan goals.

Panelists also clarified the distinction between therapy and education in supporting an
empowerment strategy. Client readiness and motivation are key factors for establishing a
positive and constructive client:case manager relationship. For case managers, working with
clients who are “in denial” or resistant to authority, it is difficult to involve clients in a
therapeutic relationship and set empowerment goals. The experience of the Panelists indicated
that “educational” approaches and information to guide a client’s choices is more beneficial to
the overall and longer-term recovery process than confrontation or more directive approaches.

2. Structural Features of Case Management Programs

Assessment Protocols. Panelists recognized and agreed upon the importance of
assessment, and discussed the scope of the assessment function, including how it is performed,
who performs it, and what type of information is necessary. The Panel distinguished two levels
of assessment:

l Intake, conducted by

l Clinical assessments,

a case manager and involving the client; and

conducted by members of the interdisciplinary team.

The assessment protocols should be comprehensive, including a review of physical health,
mental health and psychosocial behaviors pertinent to a substance abuse population (e.g., HIV
risk status, substance abuse activities, family relationships, sexual practices, and physical/sexual
abuse histories). Several programs have developed criteria for assessing clients in terms of both
needs and “readiness”.

Panelists viewed the assessment process as serving several objectives. First, assessment
information is used to formulate a care plan (e.g., where and how the client could be best
served). Second, the assessment process can be structured to forge a commitment by the client
to the care plan (e.g., a contract that defines respective client and case manager responsibilities
in achieving specified goals). Third, the assessment process is an educational process whereby
clients, case managers, and others on the assessment team concur on the nature of the problems
and proposed solutions.

The Panelists also emphasized that case managers should be familiar with local service
delivery systems and develop a working relationship with providers, particularly primary care
providers, so that there can be awareness and sensitivity to the special needs of their clients.
Cross referrals are a basic and integral part of the ongoing effort to provide the continuum of
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specialized substance abuse treatment, including after-care, and primary care services.

The Expert Panel also recognized that the dually diagnosed (seriously mentally ill who
are substance abusers) are particularly difficult to assess and treat within a substance abuse
program. Case management for the dually diagnosed warrant additional attention and research.

Intensity and Duration of Case Management Services. In recognition of the varying
needs of clients, the &pert  Panel suggested thatfirther  research would be usefil in developing
criteria for categorizing clients by: (1) level of need, and (2) scope/type of essential services.

The Expert Panel emphasized the value of the “contract” (negotiated during the plan
preparation process) in promoting client responsibility and empowerment. To encourage client
empowerment, for example, the contracting process can and should be viewed as having a
beginning and an end, where phases of treatment and the client’s scope of responsibility are
based on prescribed goals and his/her level of readiness.

Since scarcity of resources is a prevailing problem, the Panelists discussed program
admission criteria and how to set priorities among clients with various levels or types of needs.
Most Panelists suggested that admission criteria include:

l Severity of the substance abuse problem;

0 Income level (e.g., proxy for insurance status and other care seeking resources);
and

0 Motivation -- demonstrated interest for participation in case management and the
related substance abuse treatment program.

Some programs only accept voluntary clients while others also accept mandated
participants (e.g., court directed admissions). These criteria apply most clearly to programs that
accept voluntary clients. Panelists agreed that the only time a potential client would not receive
case management services is when he/she refuses to participate or seeks to terminate
participation.

Preferred Organizational Models. Due to the multiple problems experienced by
substance abusing populations, the Expert Panel recommended a multi-disciplinary, multi-level
team approach. This ensures that professionals from various areas of expertise and different
agencies work together with the client to develop, implement and coordinate the.objectives  in
the care plan. The Panel emphasized an interdisciplinary model that includes indigenous
personnel working with nursing, medical, and social work professionals. It is important to
incorporate the cultural sensitivity, and practical relevance that indigenous personnel bring to
a team effort. They are often the best people to serve as primary case managers. However, it

p
is equally important to incorporate professional support to deal with medical and psychosocial

r issues that professionals are trained to assess and treat. The Panel discussed two generic ways
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to create a multi-disciplinary approach, including: (1) formal case conferences, and (2) other
forms of formal and informal collaboration with service providers, as appropriate for the client.

Individual/Team Approaches. The Panel recommended an increased emphasis on and
support for interdisciplinary team approaches to care planning and treatment. This approach
would include both formal case conferencing (e.g., scheduled meetings among involved persons
with a specific agenda) and informal case conferencing, as needed, to keep each other informed
of key developments and client progress. The panel also recommended that there be both
internal team involvement in case conferences, as well as external team participation (e.g., other
agencies involved in client’s recovery process, including public assistance, housing, or vocational
representatives).

This Expert Panel also recommended that one person be assigned lead responsibility for
case conferences, team coordination, and serving as a primary contact person for the client.
Panelists suggested that the “lead person” be the one who has the most involvement with the
client and issues of greatest concern at any given time. This suggests considerable flexibility
over the course of the substance abuse treatment and after-care services. #Further  it is
recommended that there should be case managers whose function is to monitor system-wide
progress and the people in charge of individual cases.

Case Managers’ Roles, Responsibilities, Skills, and Training

Roles and Responsibilities. As stated previously, the Expert Panel emphasized that the
case managers’ most important roles center around educating and empowering clients to become
their own advocates and to reduce dependency. Case managers’ responsibilities. include:

0 Providing information to help them guide their choices;

0 Serving as client and system advocates;

a Acting as “linchpins” in

0 Working collaboratively

the provision of mediation and case conferencing; and

with interdisciplinary teams.

To be effective advocates and mediators, case managers must gain the trust of the client
during initial intake and assessment.

The scope of the case manager’s role in assessment and care planning, however, was the
subject of debate among the Panelists. Some case managers perform intake, assessment, and
care plan development themselves. Some perform these roles within a team approach while
others primarily monitor and implement treatment plans prescribed by other professionals. In
general, there seemed to be consensus that case management can be best carried out through a
multi-disciplinary team approach.
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Case management services tend to be performed by people with different areas and levels
of specialized expertise, different forms of training, and different roles within their
organizations. These variations reflect the evolution of case management programs within
different settings or designs to meet different goals and objectives. For example:

l In primary care settings, a health care provider often sees clients first, makes a
risk assessment, and then passes the client on to case managers for service
coordination.

0 In some settings, a case manager sees the patient first, assesses need, and passes
the patient onto a provider with prepared information.

l In other agencies, case managers perform assessments and even provide direct
services (e.g., client counseling and education).

Because case managers can ably serve in these various roles, the Expert Panel did not
suggest preference for one model over the other.

Skills and Training. With regard to skills and training, the Panel’s discussion centered
mainly around qualifications of case managers. The panel recommended that case management
not be seen exclusively as a field for social workers or nurses, but that case management
agencies be open to other disciplines and particularly to indigenous (lay) workers who can
contribute skills, experience and sensitivity so essential for meeting the needs of the target
populations.

The Panel tried to identify which functions were best carried out by trained, professional
case managers and which could be performed by indigenous workers. It was agreed that, with
some training, indigenous workers could perform outreach, elicit information from clients, help
to ensure compliance with care planning, and help reconnect clients to services and the
community. Conversely, trained professionals should perform detailed assessments, counseling,
and other activities that the state may require to be performed by licensed professionals.

One suggestion or model that may be appropriate is the pairing of professionals and
indigenous workers, similar to the model that pairs RNs and LPNs within various health
facilities. The Panelists, however, did not recommend a specific mix of professionals and
indigenous workers. The &pert Panel suggested that firther  study is needed to develop
guidelines for the appropriate use of indigenous workers in ways that would be bene@ial to
clients and to workers themselves (e.g., development of career ladder, in-service training
opportunities).

I-i
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The Panelists also recommended the development of a core curriculum and training
program to bring all case managers to a minimum level of competence. Trained and licensed
professionals would generally be exempt, based on the assumption that they have already been
certified by an appropriate credentialing agency. Although indigenous workers usually bring
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specialized experience, they need to receive orientation and some standardized training.
Collaborative training programs, including a core -curriculum, could be developed at a
community college or local university, through an interagency cooperative agreement or through
other suitable arrangements.

The Panelists, however, cautioned against any recommendations for guidelines,
curriculum, or certification systems that would exclude people with the greatest potential to
provide assistance in dealing effectively with the target population. The Panel also emphasized
the importance of cross-training, staff development and other types of on-the-job training that
would support staff skills and foster a positive environment.

Caseload. Caseload issues were considered in light of some disagreement about what
constitutes a “case” (i.e., client only, client and family/significant persons). Further, there was
considerable discussion about different ways to classify caseloads that take into account both
client needs and client readiness. The Panelists stressed that setting an arbitrary limit on
caseloads was not realistic and recommended that caseload guidelines take into account case mix,
including level of case manager involvement and client readiness. To improve decisions aficting
caseload, the Panel suggested that DPSP suppon research, including: (I) who counts within a
case; (2) how case mix afects  case manager’s responsibilities; and (3) how to size and structure
case assignments among case managers.

3. Strengths and Realistic Limitations

The Expert Panel discussed the constraints on case management programs primarily with
regard to: (1) services/resource gaps, and (2) availability of skilled case management staff. The
most serious and persistent problems are funding constraints, rising demand for services, and
increasing complexity of the client’s health status (e.g., AIDS, tuberculosis). As recommended,
case management programs can extend their capacity by hiring and training indigenous case
managers.

Related frustrations of case managers include: (1) lack of resources to facilitate greater
family involvement and provide family-oriented services; (2) identifying needs without ability
to provide treatment or assure access to services; and (3) interagency competition and conflicts
fueled by scarce resources. The Panelists, however, did not have sufficient time to fully discuss
these challenges or develop recommendations for addressing these problem areas.
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CHAITER  VII

HOMELESS PEOPLE

A. OVERVIEW

This Expert Panel advocated a comprehensive spectrum of services as being essential to
meet the multiple neects  of the homeless. lhe distinction between core and supplementary
services, presented in Appendix D, is not appropriate for homeless individuals and families.

The Panelists also expressed reservations about trying to define program design
parameters for a group as diverse as the homeless. They pointed out that there are many sub-
populations of the homeless (unemployed veterans, abusers of alcohol or drugs, people with
chronic mental illness, and families with children). Clearly, these diverse sub-populations will
require varying types, intensity, and duration of case management services. The Panelists
advised against mandating a specijk  program model and focused primarily on developing broad
program design principles.

The overriding theme of the Panel discussions was the need’for “flexibility n in dealing
with the homeless. Traditional concepts of designating when a client becomes a case and how
long a case is active do not always apply. Developing a trusting relationship though outreach
is often necessary before the homeless person or family will even begin customary steps such
as assessment. Because the problems that led to homelessness are oflen so complex, simply
placing an individual in a home is not the endpoint in the case manager-client relationship.
Extensive follow-up is critical. The theme of flexibility runs throughout the Panel deliberations
and recommendations.

The Panelists asserted that ca.re  management is an important element in helping homeless
people because so many do notfit  into categorical programs. Indeed, the Panel stressed that
homelessness often results from the social condition of poverty, rather than from a disease with
biological or medical origins. Thus a broader range of services are needed to resolve the
underlying causes that led to the condition of homelessness.

The issue of client empowerment emerged as important to case management for homeless
individuals. For example, the Panel could not universally accept the use of the term “case
management” because “we work with people, not cases, and we are not ‘managing’ them.”
Suggested alternatives were “care coordination, ” “services coordination,” and, when working
with families, “family advocacy. ” Case managers must seek to empower clients in various
ways:

l By teaching them to do things for themselves.
l By helping clients understand the factors which led to his/her homelessness.
l By assisting the client negotiate the maze of available services.
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This empowerment orientation will help people gain more control of their lives -- a
principle that must be applied throughout the case management process.

The Panelists also suggested that DPSP make available technical assistance to guide
grantees in improving their programs and implementing the design principles developed by the
Expert  Panel. Specifically, the Panel suggested the following areas for technical assistance:
assessment instruments, confidentiality of data, coordination among programs to ensure case
manager authority, on-the-job training, caseload ranges weighted for intensity of services, and
evaluation criteria. They also recommended research into the benefits and drawbacks of
di$erent organizational and stafing  approaches to help grantees structure programs to be most
effective with diverse homeless sub-populations.
approach program evaluation porn the standpoint
grantee feedback for program modijication.

A. RECOMMENDATIONS

1. Content of Case Management

Finally, the Panel recommended that DPSP
of grantee self-assessment and thus build-in

Core Services. The Expert Panel discussed the various nuances of the word “core” and
their implications for defining critical case management services. Since “core” was interpreted
to mean essential, the Panel agreed that (1) assessment, (2) care planning, (3) service
arrangement and coordination, and (4) care monitoring and reassessment were not sufficiently
comprehensive to describe the full scope of essential services for this population.

Outreach and case identification, social and emotional support, and system and resource
advocacy particularly were considered integral, rather than supplementary services for this
population. The panel observed that case managers already are doing all the core and
supplementary services listed in Appendix D.

One of the questions debated by the Panel was: “When does a case become a case for
case management purposes?” Where to draw this line and commence case management services
is not obvious. Does case management begin when a case worker first engages the person on
the street in an attempt to build a trusting relationship, or is it much later when a person comes
in for a formal assessment? The Panel concluded that case management begins when the case
manager takes responsibility for monitoring the individual whether on the street or in a formal
setting. Thus case management can begin as early as outreach.

Within a broad spectrum of essential case management services that is customized to meet
the needs of the homeless individual or family, emphasis should be given to the following
considerations in shaping services:

Outreach. Outreach is a key service in dealing with the homeless population
because they are often isolated and feel alienated from the rest of society.
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Outreach might not yield an immediate response from an individual because a
trusting relationship may take some time to establish. Individuals other than case
managers (e.g., indigenous street workers) may provide outreach, but this service
is essential within a case management program for the homeless.

Assessment. Given the diversity of this population and their needs, the Panel
recommended a holistic approach in assessing service needs, with consideration
given to physical and mental health; vocational, educational, and financial needs;
and existing family or social supports.

Care Planning and Service Arrangements. Clients should become involved in
the care planning process, paving the way towards empowerment. One important
aspect of a relationship between the case manager and homeless individual is an
informal contract whereby an individual authorizes the case manager to act on
his/her behalf. when homeless individuals are engaged in decisions that relate
to both scope and access to services, they may regain some feeling of control
over their lives.

Care Monitoring and Reassessment. Strict timetables for duration of case
management are not appropriate for homeless people. Long periods of time may
pass between official contacts between client and case manager. Relapse -- return
to homelessness -- is not an uncommon occurrence. The intensity of case
management services varies over time as the client’s circumstances change.
Among the homeless, duration of case management often is measured in years not
months.

Social and Emotional Support and Direct Services. Social and emotional
support is a means for engaging homeless individuals who are either socially
alienated or isolated. Once engaged, the client may become attached to the case
manager and reluctant to be referred to a therapist. Thus, case managers are
often providing direct therapeutic counseling services as well as “hand-holding”
support as part of the client rehabilitation process.

System and Resource Advocacy and Program Eligibility Assistance. Housing
will always be a critical service for the homeless, whether directly provided or
provided through referral. Other services required by homeless individuals will
vary according to their respective circumstances and needs (e.g., child care,
family planning, meals, transitional funds). Some sites have all case managers
performing these advocacy functions as they seek services for their clients. At
other sites, designated staff (e.g., housing specialists) assist clients in obtaining
specify types of services. The intensity of advocacy can also vary. For example,
case managers may approach program eligibility by guiding the individual through
the process or take a more activist role in assuring that their clients obtain the
requisite entitlements and services.
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Patient/Family Education. Case managers often play an important education
role as they enable their clients to assume greater responsibility for themselves.
Education is part of the empowerment process as homeless individuals learn to
do for themselves. Understanding the roots of their homelessness can also be
valuable in changing their circumstances.

2. Structural Features of Case Management Programs

Assessment Protocols. The Panelists discussed a variety of assessment protocols and
instruments. While there were some emerging protocols for specific groups, there was not
sufficient experience to recommend a single assessment instrument for all homeless programs.
As noted earlier, Panelists supported flexibility in the adaptation of assessment instruments to
take into account the characteristics of their target populations and delivery system.

The Panel suggested that DPSP establish a Task Force to review existing assessment
protocols and make recommendations for adapting instruments for case management programs
that serve homeless populations. Panelists, however, cautioned against prescribing assessment
protocols that are unduly burdensome for case managers. All too often research and evaluation
objectives appear to override legitimate program management interests.

Homelessness tends to be a social condition -- not a medical condition -- that
encompasses a broad range of needs. The assessment protocols thus should assist in assessing:

l Very basic survival needs, such as food, temporary shelter, clothing, schools for
the children, and other transitional services (e.g., child care, transportation, skills
training);

l Family size and characteristics that relate to housing circumstances and other
needs;

0 Legal, social, vocational, educational, transportation, and economic circumstances
that contribute to their homelessness;

0 Physical safety of the individuals, including an evaluation of the potential for
domestic violence;

l Physical and mental health, including substance abuse and chemical
dependency problems; and

l Social supports, community resources and eligibility for public programs to assist
homeless individuals and their families in obtaining basic services and moving out
of homelessness.



,- The Panel also suggested that the assessment protocols should permit identification of the
client’s strengths and weaknesses as they relate to the-empowerment objectives.

Confidentiality and data sharing issues should be addressed in designing assessment
protocols. Since case managers often must share information with other agencies to secure
resources for their clients, any assessment protocol should provide guidance on proper handling
of confidential information (e.g., HIV-positive status, chemical dependency, mental illness).

Intensity and Duration of Case Management Services. Homeless clients themselves
often determine how many services they need, and they even self-select into and out of case
management. As mentioned earlier, it is essential that allowances be made for longer periods
between contacts. The Panel emphasized that, with the homeless population, case management
services may not ever be totally over for some clients. Intensity, however, will change over
time and reflect the immediate circumstances and needs of the client.

With the homeless, case closure is not yet well defined. The Panel agreed that services
should continue after the client finds housing to reduce the risk of recurring homelessness.
Before a case is closed, the case manager should link the client with other services and
encourage the client to return in the future if/when circumstances changes and risk of
homelessness reoccurs. Closing a case may be indicated when: (1) client initiates termination;
(2) case manager determines that the client is not following through with the treatment plan (i.e.,

P unmotivated client); or (3) client status has improved and client goals have been achieved.

Panelists acknowledged that there should be local flexibility in the scope of services
offered to a client and in deciding who will have priority for specific services. Panelists cited
various criteria that influence scope of services decisions: eligibility restrictions for specific grant
funded programs, crisis nature of client’s circumstances, and receptivity of the client to change
and assume responsibilities (e.g., keeping appointments, participating in group counseling
sessions). While case managers might like to offer every service to everyone in need, choices
often must be made on a case-by-case basis because resources are limited and the overall system
is so stressed.

Preferred Organizational Models. In the Panel’s opinion, there is no “best”
organizational model. Homeless programs are formulating different community-based responses
that take into account the requirements of various funding sources and existing relationships
among local agencies which create the infrastructure of services for the homeless population(s).
However, the Panelists agreed that certain principles are important for developing an
organizational structure for its case management program:

l Authority to Access Services. The case managers must have authority to access
services and resources for their clients. Which agency provides the service is not
important, as long as the community agencies recognize the authority of the case
management agency and its case managers.
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SECTION A: CONFERENCE PROCEEDINGS

CASE MANAGEMENT FOR SPECIAL POPULATIONS: BUILDING A PARADIGM

PLENARY SESSIONS

JULY 8 and 10, 1992

OVERVIEW

On July 8-10, 1992 the Division of Programs for Special Populations (DPSP),  Bureau
of Primary Health Care (U.S. Public Health Service) sponsored an invitational conference, Case
Management for Special Populations: Building a Paradigm. This section presents the
proceedings of the orientation (July 8) and summary (July 10) plenary sessions. The companion
Conference Report summarizes the discussions Expert Panels (July 9) and their recommendations
for guidelines, technical assistance and research (see Volume I).

Setting the Agenda

Howard Lemer, Deputy Director of the DPSP, set forth the Divisions expectations for
the conference. He stated that “we seek your counsel.. .we want to be practical.. .[and seek]
recommendations on how we should define case management and its components in a meaningful
programmatic manner.. . ” in our future program guidances.

Dr. Patricia Salomon, Chief Medical Officer of DPSP, presented a conceptual framework
for consideration of case management, highlighting various assumptions and aspects of case
management that relate to the Division and Bureau of Primary Health Care’s mission: expanding
services to the underserved through various primary care programs. She also emphasized that
by advancing our common understanding of case management, we can begin “to build a capacity
to assess the strengths, limitations and effects of case management activities”.

Dr. Marilyn Falik, Vice-President of MDS Associates, observed that “case management
will be measured by what it accomplishes rather than by what it seeks to achieve”. At this
stage, our expectations for case management -- as an all-purpose mechanism for solving both
client and delivery system problems -- may be too grand. She also suggested that it may be
timely to consider ways of getting beyond the categorical population distinctions in designing
case management programs. This will require identification of commonalities across programs
designed for designated target populations as well as an examination of “our own
biases.. .roles..  .expectations..  .constraints,  and notions of autonomy”.
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Michael Fiori of the Health Care Financing Administration provided a review of
Medicaid’s coordinated care initiatives and emergent managed care policies. His remarks
underscore the extent to which Medicaid is likely to play an increasingly important role in
defining case management and structuring delivery system arrangements.

Dr. John Capitman, Director of Long Term Care Studies at the Brandeis University
Institute for Health Policy, directed attention to several challenges that must be addressed in
balancing promises with realistic expectations. The “gaggle of four noisy challenges” are: (1)
We can’t do more than we know how to do; (2) We can’t plan and coordinate that isn’t there;
(3) Our Clients are more diverse than we; and (4) Time is not on our side. Dr. Capitman’s
provocative presentation highlighted the extent to which case management is being asked “to
address the some of the most basic dilemmas in our society” without having the basic resources
in place to assure access to appropriate services.

Katie Maslow  of the Office of Technology Assessment, a research arm of the U.S.
Congress, provided an update on legislative and policy relevant questions about case
management, as applicable to long term care. She acknowledged the prevailing challenges of
defining more concretely what case management is, how it operates, and what it can accomplish.
Currently, case management is viewed all too often as having magical qualities whereby
ambitious objectives are achievable by merely saying the magic words -- case management.

Goals, Key Features, and Accomplishments of
Case Management Progtxzms  for Special Populations

Five grantees, representing several DPSP categorical grant programs, described the case
management component, focusing on both operational characteristics and challenges they face
in serving their special populations. These presentations highlighted structural features,
including major services and staffing relationships, of their case management programs,
innovative strategies for achieving their goals, and recent accomplishments. The grantee
panelists provided concrete examples of the ways in which case management programs have
accepted the challenge of reinventing case management on a program-by-program basis.

Expert  Panel Themes and Recommendations

Following reports by each of the Expert Panel Facilitators, Dr. Salomon highlighted the
major themes and messages that underscored their recommendations for future guidelines,
technical assistance and research. She acknowledged that “we all need a lot more time to take
stock...assimilate lessons learned, and consider next steps”. Howard Lemer in his closing
comments observed that “this conference provides us with valuable information and is likely to
prove to be a very significant force in our continuing support for case management”.
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ORIENTATION AND WELCOME

Howard Lerner, MPH

Mr. Lerner  is the Deputy Director of the Division of Programs for Special Populations,
Bureau of Primary Health Care, Health Resources and Services Administration.

Let me say welcome to all of you on behalf of the Bureau of Primary Health Care and
the Division of Programs for Special Populations. We are extremely pleased to be able to have
this conference and to have all of you here. We have been working towards this conference for
about a year now. Case management is one issue that is extremely important for us in the
Division.

We are well aware that case management has a wide range of meanings. Our own
experiences working with our grantee organizations and other entities indicate that people have
different points of view towards case management: how it is employed, what are the different
components, and a wide range of other operational case management issues.

&pect&‘ons for Conference

I Case management is almost Biblical in the sense that you can read anything into it that
r‘\ you want. We have a somewhat less heroic expectation for this case management conference.

We want to be as practical as we can. We are running programs. Our responsibility is to assist
grantee organizations in carrying out their activities and to be as clear as possible as to what is
expected. Hence, if one were to ask us: “What are your expectations for this conference?” We
would say: “We seek your recommendations on how we should define case management and
its components in a meaningful programmatic and practical manner for the Division’s
programs. ” You are all familiar with our programs and the populations they serve: homeless
families, at-risk pregnant women, HIV-positive, substance abusing and other special needs
groups.

We expect the discussion over the next couple of days to cover a wide range of topics.
Some will be more philosophical in nature, and that is important. But we are looking towards
a more practical end -- your recommendations on how we can deal more effectively or more
clearly with case management and the grantee organizations that operate these case management
programs. We seek your counsel. What guidance should we give? How should we define the
scope and content of case management services ? What technical assistance may be necessary?

These are our objectives and expectations. The Division staff is here to listen and to
learn from grantees and the front-line case managers.
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HISTORICAL CONTEXT FOR THE BUREAU’S INTEREST IN
CASE MANAGEMENT FOR SPECIAL POPULATIONS

Patricia Salomon, M.D.

Dr. Salomon is the Chief Medical Oflcer of the Division of Programs for Special
Populations, Bureau of Primary Health Care, Health Resources and Services
Administration.

I am pleased to be a part of this collaborative conference on case management for special
populations. To facilitate our deliberations, I’d like to proceed with setting a framework for our
consideration of case management, taking into account the history of case management within
the Bureau and more specifically, within our Division.

Reaching-Out to Underserved and Non-Using Populations

First of all, just to get us all on the same playing field, I want to make some remarks
about the Bureau of Primary Health Care (BPHC) in general. BPHC has, as its central mission,
expanding services to the underserved through various primary care programs. Over the past
25 to 30 years, BPHC and its predecessor organizations have built a national infrastructure of
primary care that relies principally on community-based organizations to provide comprehensive
and culturally responsive primary care.

Where community health centers (CHCs)  are in place, they have uniquely contributed to
the health and welfare of the communities that they serve. Over time, however, it has become
increasingly clear that we often need more than this infrastructure to make a difference in health
status within the Nation’s underserved urban and rural communities. We need more than a
medical staff, a corporate structure, and a quality assurance system. We even need more than
a system that is relatively free of financial barriers if we are going to fully address the issues
of access to health care.

We continue even within the community health center system, which is a very aggressive
advocacy system, to have marginal use by the addict population, by ex-offenders, by school-age
pregnant females, by the aged, by the homeless, and by other persons experiencing profound and
persistent social crisis that intervenes between themselves and their use of appropriate health care
services.

As the Bureau has become more focused on the residual morbidity and mortality in many
communities where we have targeted programs, we have had to struggle with our need to impact
non-users of the community health center system. In the past few years, the Division of
Programs for Special Populations and other divisions of the Bureau have become much more
engaged in expanding the role and potential of community health centers and other kinds of
primary care organizations to reach out to non-using or marginally-using populations.

i
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As the Division of Programs for Special Populations developed, we realized that our
principal focus was really on the non-using population, -and that case management was a strategy
to encourage the use of primary care services. By non-users, I mean people not engaged in a
meaningful way in accessing, using and benefiting from primary and preventive health care
services.

When you think about the variety of programs within our Division (e.g., programs for
linking substance abusers to primary care, providing comprehensive perinatal and infant care,
reaching homeless people including homeless children, or bringing primary care services to
public housing and HIV-infected populations), we are really looking at programs specifically
targeted at some of the highest risk persons in this country. Our first and foremost responsibility
is making primary care accessible to and valued by the persons who are not currently using
health care services. We must engage them and interest them in primary care. We mwt begin
to work collaboratively with our target clients and think of ways to adapt our systems of care
so that they are more "fn'endly  ” and culturally sensitive to individual patient needs and thus,
increase use by people currently not invested in primary health care. We must build bridges
between programs and special populations.

Enhanced Access through Case Management

This bridge function was very much an underlying philosophy of our original, somewhat
cavalier, promotion of case management through the early guidance for our special populations
programs. Over time, we have re@ly come to learn that case management is many things to
many people. We are now ready, with your help, to firther  delineate what we mean by case
numugement. For example, it is time to iden@  the utility and strengths of case management
and specla the characteristics that appear to make a d@erence  in facilitating access. By
“access @, I mean engaging and sustaining people in primary care.

At this juncture, we want to look at the ways that case management is used and the
added-value it brings to our programs and patients. Based on yourfirst-hand  expertiise, we seek
to build upon your experiences in developing more concrete ways for the Division to advance
case management for special populations, particularly populations that are rwt now optimally
participating in primary care.

From the Conference Background Paper’, you will observe that the DPSP programs
encourage case management through a variety of mechanisms. In our perinatal care program,
case management is actually a required service, and the specific elements of case management
are defined in the program expectations. Several other DPSP programs principally encourage

’ Case Management Studies for Special Populations: Literature Synthesis -- Conference
Background Paper, presented in Volume II-Section B.

‘,
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rather than require case management. Our HIV program, for example, specifies case
management as an optional service, without definition of requisite features. The grantee thus
is able to offer case management services as well as define its characteristics, reflecting
program-specific priorities and objectives.

Based on feedback from our grantees, we find that case management has fostered a
reallocation of resources and personnel focused on activities, services, and patient contacts that
are viewed as essential for facilitating use of services. Previously these efforts occurred only
on a sporadic basis or when additional funds were to become available for such activities. Now
by defining case management as an allowable service for grant support, we have moved these
programs in a direction where they can actually allocate staff to see to the business of getting
patients into and keeping them actively engaged in primary care.

Assumptions about Case Management

We are now faced with several challenges which I hope our discussions address. First,
we should review our assumptions. Within DPSP, we had evolved several implicit assumptions
about case management and how it is being performed within our grant programs.

One of the most basic assumptions was that case management services focused on the
client rather than the system itself. As we read the Conference Background Paper, we found
that various studies indicate that the overriding focus appears to shift with different definitions
of the scope of case management services (e.g., client assessment and service referrals versus
system advocacy to increase the array of community-based services). The Division of Programs
for Special Populations’ guidance assumed that the locus of concern was principally the
individual client and the ability of the provider system to adapt to the client’s needs. To a
considerable degree, we must also acknowledge that delivery system and resource deficiencies
continue to play a role in limiting the capacity of client-focused case management to achieve its
access goals.

A second DPSP assumption was that through case management, individual staff or
multiple staff members were committed to ongoing reassessment of client needs, how care was
being provided, what was succeeding, and what wasn’t being achieved in their attempt to
implement the individualized health care plans. Through this reassessment process and
continuing reformulation of individual health care plans, we sought to promote care continuity
and the shaping a personal health care plan. We also viewed the client as the pivotal steering
agent or contributor to structuring the individualized health care plan. This approach is
somewhat different than case management oriented towards delivery system integration across
multiple providers.

Another DPSP assumption was that by supporting case management activities and by
allotting staff time and personnel to case management activities, somehow those personnel would
be able to impact systems -- internal systems, internal provider systems that we were supporting
-- for the benefit of a patient as opposed to changing the patients or clients to fit within the
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current care system. That strategic focus assumes a very active commitment to inter-disciplinary
care at the grantee level. At this stage, however, we do not know to what extent this is feasible,
what the ingredients are that would make collaborative arrangements more feasible, what really
makes inter-disciplinary approaches evolve or what incentives might promote inter-disciplinary
care systems within underserved communities.

We also are challenged because the persons most at risk often have many problems which
are not immediately addressed through primary health care interventions. Certainly, case
management implies the ability to assist patients to access various types of social services and
supports. This more encompassing orientation -- being able to affect both the internal provider
system and the increasingly relevant external provider systems -- seeks to empower the case
manager and/or grantee beyond the confines of his/her immediate provider system. We
especially seek your guidance in better understanding how DPSP can assist grantees in rising
to the enormous challenge of expanding the accessible delivery system to address the concerns
of multi-problem clients and their need for a broader array of primary care and social services.

Assessment of Case Management

While we continue to support case management, we must begin to build a capacity to
assess the strengths, limitations and effects of case management activities. DPSP is interested
in addressing various “evaluation” issues. For example, how should we begin to assess: The
relative resources going into case management? The principal markers of success for case
management? The appropriate place for case management within
program? Here again, we seek your guidance and recommendations.

a broader primary care

Experience-Based Recommendations

To reinforce some of Howard Lemer’s comments, first and foremost, we should be
focused on case management as it applies to special populations in our efforts to better
understand and define this potentially valuable intervention. Our overriding objective is to assist
special populations in obtaining optimal access to care and as a consequence, having an impact
on their health status and general well-being.

Second, we hope for very practical messages that will actually contribute to development
of future program guidance. The Division seeks to draw from the experiences and lessons of
the different programs you represent and your expertise. Thank you very much for joining us
to share those lessons so that we can build stronger case management systems.
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conventional, parochial, or programmatic interests and address very fundamental case
management design issues. As we attempt step beyond our respective biases, let us consider
instructive analogies.

For example, the evolving unified economy of Western Europe and the changing map of
Eastern Europe offer interesting analogies for orienting ourselves to our collaborative “mapping”
tasks. At first, it may be a stretch to view current events in either Western Europe or Eastern
Europe as presenting insights into the politics and practice of case management. Yet, analogies
can be liberating insofar as they provide a distant mirror that reveals common challenges and
barriers to collaborative efforts.

Eastern Europe highlights the barriers that can overwhelm goodwill and collaborative
efforts. The potential strength of Eastern Europe is unlikely to be realized as long as internal
divisions and historical conflicts persist. To the outside observer, Eastern Europe is in a tailspin
__ politically and economically. The quest for subnational autonomy now threatens the entire
region. At this stage, the map of Eastern Europe is changing on a monthly basis, with the new
or would-be nations becoming smaller and more contentious.

Closer to home, duplicative case management programs may be evolving as each special
population program assigns a case manager to serve its clients. Multi-problem clients may have
several case managers -- who either coordinate or merely duplicate efforts. Fragmentation

r‘, generally is a sign of inefficiency.

Despite the rise of global economies, long-standing historical and parochial differences
continue to surface. We read about cultural and ethnic groups that seek their independence --
politically, geographically, and ultimately economically. Various groups seek “empowerment”
and autonomy rather than forging alliances that could build on their respective and collective
strengths. As a consequence, valuable resources are being squandered on justifying historical
uniqueness rather than pursuing integration and pragmatic unity.

Similarly, in case management programs we should examine our own biases, our own
constraints, and notions of autonomy as we try to forge alliances.

Western Europe’s continuing efforts to forge a unified economy, on the other hand,
underscore the difficulties in creating an integrated system in which the major players have well
established roles, responsibilities, and prerogatives within their host countries.

With respect to case management, established “professional” roles that distinguish among
providers, nurses, social workers and lay staff might inhibit our efforts to forge coordinated
systems of primary care.

The international New World Order assumes that the whole would be greater than the
sum of its parts. Similarly, case management is viewed by many as a means for rationalizing
the fragmented health and social services delivery systems. Neither is easily achieved.
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Common sense suggests that historical differences must give way to enlightened self-interest in
the pursuit of shared goals and realistic expectations. Collaboration requires a shared vision as
well as an appreciation for the contributions of all parties within the coordinated system --
internationally or within community-based case management systems.

Realistic Expectations

The growing popularity of case management stems, in large measure, from grand
expectations about what case management can or should accomplish. For example, case
management should:

0 Improve client access to an appropriate
health and social services organizations,

l Promote continuity and quality of care,

range of services across a spectrum of

0 Enhance client health status and level of functioning, and

l Achieve delivery system efficiencies thus reducing overall program costs.

Case management is viewed as an all-purpose mechanism for solving both client and
delivery system problems ! Whether the array of multiple goals presents an overly ambitious
agenda remains an open question. Over the longer term, however, case management will be
measured by what it accomplishes rather than by what it seeks to achieve. The significance of
case management will ultimately depend on the extent to which evaluations document the role
of case management in achieving specific goals or they document more precisely what case
management can and cannot achieve.

As case managers, program administrators, medical directors, policy analysts and
researchers, we are aware of the extent to which case management is an evolving strategy -- not
a well defined discipline. Definition is critical for future accountability. If expectations are too
grand, case management will always fall short of its presumed capacity.

Expert Panels

This Conference offers an opportunity for us to begin setting realistic expectations and
a paradigm for designing case management programs for special populations. The challenge is
to define case management based on your “real world” experience. We are asking case
management professionals to guide us in defining the content and scope of case management
programs.

Each Special Population Panel will focus on one of the populations supported by the
Division’s grant programs. These include:
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l at-risk pregnant women,
0 substance abusers,
a individuals diagnosed with HIV-AIDS,
l homeless individuals and families,
l . technology dependent children, and
0 frail elderly and home-bound adults.

In addition, three Cross-Cutting Issue Panels will examine the information and data
necessary to evaluate case management, models for treating populations with multiple problems,
and case management approaches for organizations serving different special populations.

Each panel will convene tomorrow in small groups.

l An “informal” Delphi approach will be used to formulate
recommendations for future case management guidelines.

l Each Panel will focus on a common set of questions that deal primarily with the
content and structure of case management programs.

l Our objective is to reach “consensus” agreements, based on open and informed
discussions. If agreement is not feasible, we request that the group specify the
issues that require additional study.

l Designated grantees will serve as Facilitators, assisted by staff Moderators.

Panel Questions and Issues

Panel deliberations will focus on the following questions:

l What are the essential or core services in case management programs for each
of the special populations?

l Are there preferred models or approaches for designing and operating case
management programs that serve categorically defined, special populations as well
as multi-problem clients?

l What are the strengths and knits of case management in addressing the needs
of special populations?

l What information and data would improve our ability to demonstrate the value-
added benefits of case management programs?

We will begin by defining the scope and content of case management services and
attempt to answer a very basic question: What is case management? At a minimum, we request

I.
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that each of the Expert Panels clearly specify and define the essential core services that constitute
case management. Based on the literature presented in-the Conference Background Paper “Case
Management for Special Populations”, we offer the following menu of service options for
consideration in defining content:

Assessment of client health and social service needs, including family situation,

Care planning that specifies appropriate services to meet client needs,

Service arrangements and coordination to facilitate client access to care plan
services,

Care monitoring and reassessment
care as warranted by client status,

to assure both access to care and changes in

Outreach or intensive case finding to promote access to services among hard-to-
reach target populations,

Public program eligibility assistance to facilitate program participation among
qualifying individuals and families,

Social and emotional “caregiving” support to individuals and families,

System and resource advocacy within the community to increase the funding,
resources, and services available to meet target population needs, and

Specialized therapy, health care, and counseling services, including medical,
health, personal care, home health, and public health nursing services.

The definition of case management services is likely to have implications for determining
the structure of the program and for identifying appropriate models. Related program design
questions include:

l Is an individual case manager model or a team approach preferable for providing
this range of services?

l Are there requirements of skills and training for case managers providing this
range of services?

l What implications, if any, are there for the level of services being provided?
Should there be limits on caseload per case manager?

Working through the implications of each service for program design, we will be
specifying “best practices” in terms of structural and resource requirements. In the process, we
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will also be identifying constraints and gaps that may circumscribe the potential of case
management. If we are to avoid “over-promising” the value and benefits of case management,
the resultant recommendations should be based on what is practical and feasible.

We realize that this is an ambitious assignment. We hope we will be giving you
sufficient time for constructive deliberations and for developing recommendations to assist the
Division of Programs for Special Populations. On Friday, we meet again in general session.
Panel Facilitators will report on their deliberations, summarizing key aspects of the discussion,
recommendations, and issues that require further study.

During the Friday open forum discussion, we will review recommendations and consider
their implications for future guidelines. At that time, we will be able to preview the extent to
which recommendations are consistent across the Panels and, thus, applicable to more than one
special population.

We are not necessarily seeking, nor anticipating, consistency across the special
populations. If this occurs, however, I believe we will have achieved a significant step toward
identifying common features of case management programs that address the discrete needs of
specific populations as well as accommodate the overlapping needs of multi-problem clients.
Achieving the more limited objective -- defining  the content and structure of case management
programs for speci&  populations -- will be a valuable contribution to the case management
field. Whether we can move from a categorical model to broader based approaches remains to
be seen.

I look forward to joining you over the next couple of days as we examine case
management programs, our collective experiences and attempt to forge recommendations
Division of Programs for Special Populations.

for the
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MEDICAID “COORDINATED CARE” POLICY:
IMPLICATIONS FOR CASE MANAGEMENT PROGRAMS

Michael Fiori

Mr. Fiori is the Deputy Director of the Coordinated Care Oflce,  Health Care
Financing Administration.

It is interesting to hear the first few speakers. The notion of funding and running a
program is somewhat of a foreign concept to us in HCFA because Medicaid is a federally-
guided, State-administered program for poor individuals who meet certain criteria. Each State
initiates its own Medicaid program within broad federal parameters. Consequently, Medicaid
coordinated care programs vary from State to State with respect to case management. HCFA’s
role is to make sure that programs meet our federal criteria and to assist States in developing
and implementing such programs.

Notwithstanding these comments, I think HCFA has an important role to play. HCFA
uses various terms to describe Medicaid coordinated care. Those terms include “managed care, 1(
“HMOs” (health maintenance organizations), “PHPs”  (prepaid health plans), “PCCM”  (primary
care case management), and “HIOs”  (health insurance organizations). Each of these terms
describes distinct ways in which States may furnish Medicaid coordinated care, and each of the
entities must meet specific statutory and regulatory criteria.

Medicaid Eligibility

Within HCFA, we think of our entire Medicaid population as a special population.
Medicaid eligibility is restricted to poor individuals who meet certain qualifications. Most
frequently, Medicaid recipients are mothers with young children who either receive Aid to
Families with Dependent Children (AFDC) cash assistance or would be eligible for AFDC but
have an income in excess of the State standard. The other broad category of individuals covered
under Medicaid are aged, blind, and disabled individuals who meet the Supplemental Security
Income (SSI) criteria or who would be eligible for SSI but have an income in excess of the SSI
standard.

It is important to recognize that Medicaid does not cover all the poor but specific subsets
of poor individuals who meet certain criteria. Thus, in establishing case management programs
linked to the Medicaid program, States target coordinated care to these specific sub-categories.

HCFA and State Definitions

There is other terminology which we use in HCFA that may have different meanings for
all of you, words like comprehensive. Within HCFA, “comprehensive” has a very defined
meaning. Entities, that are furnishing comprehensive services have to follow one set of
guidelines, while others follow another set of guidelines. I bring this to your attention because
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when you are dealing with your state Medicaid program, that your way of thinking about
comprehensive services may not match the Medicaid approaches. Similarly, it is important for
you to recognize that your commonly accepted principles of case management may also be
somewhat different than what the state Medicaid program has in mind.

Access -- A Common Goal

Clearly, one common element that we share is concern about ensuring access to medical
care. HCFA wants to make sure that our Medicaid recipients get the appropriate care they need,
when they need it. In some areas because of States’ inability to attract participating providers,
there is not always access to care, or care is furnished in less appropriate settings. We, in
HCFA, believe that coordinated care provides Medicaid recipients with enhanced access to care
on a 24-hour a day basis, 7 days a week in a more cost-effective and appropriate manner.

One of the first concepts I want to emphasize is what the term, Medicaid coordinated
care, means within HCFA. It is important to realize, even though Medicaid is an open-ended
entitlement program, that each State appropriates X number of dollars, and X number of
personnel and resources. The law requires that States furnish medical assistance in the most
efficient manner possible. We believe that the continuity of care furnished in a coordinated care
setting is much more appropriate than episodic care furnished in an emergency room. So part
of our emphasis on efficient delivery systems includes working with all of you to set up

P programs that will make sure that our mutual clients receive their care in as appropriate manner
as possible.

Appropriateness of Care

Studies indicate that as much as 50 percent of emergency room visits by Medicaid clients
could have been avoided. That is just one example of inappropriate or unnecessary care.
Effective coordinated care programs are a means for reducing inappropriate or unnecessary use
of inpatient hospital care, specialty physician services, laboratory services, and prescription
drugs. I am not implying that all Medicaid recipients abuse the health care delivery system, but
for a number of reasons, some Medicaid clients frequently postpone the preventive care that they
could have received earlier, or receive care in an inappropriate setting. Some inappropriate care
could be reduced or eliminated if continuous preventive care was provided in a coordinated care
setting. Within the Medicaid Bureau, we are actively encouraging creation and expansion of
coordinated care programs.

Enrollmend  in Prepaid vs. Fee-For-Service Pmctice

Medicaid’s coordinated care programs are growing. Enrollment has increased in the past
two years from approximately 2.1 million enrollees in June 1990 to 2.7 million enrollees in June
1991, and is projected to be 3.5 million in June 1992. These percentages represent between 10
to 12 percent of the total Medicaid population engaged in some form of Medicaid coordinated
or managed care.

i
I
I

1,

I

i ,

I

!

IIA-16



Probably most of you would think that this would be some sort of an HMO arrangement,
and frequently it is. States use various arrangements in furnishing coordinated care, including
capitated entities such as HMOs, Prepaid Health Plans (PHPs),  and Health Insuring
Organizations (HIOs), as well as managed fee-for-service through Primary Care Case
Management programs.

An HMO or HI0 is a risk bearing entity that is reimbursed on a predetermined, prepaid
basis. Thus if the services they furnish exceed the amount of money they get, they can become
financially insolvent fairly rapidly.

But interestingly, states are also using their traditional fee-for-service reimbursement
systems. As of this past month, approximately two-thirds of the Medicaid managed care
enrollees are using what we call managed fee-for-service care in which primary care providers
are paid on a fee-for-service basis. In effect, the &&aid physicians are required to do
something they are not accustomed to doing. These managed care physicians not only furnish
care but are also responsible for being the gatekeeper: serving as prior authorizers of all non-
emergent specialty care, inpatient hospital care, and so forth.

Restn’ctions on Freedom-of-Choice

There has been a growing trend in the Medicaid program for States to restrict Medicaid
recipients’ freedom-of-choice by requiring them to select or be assigned a coordinated care
provider. Freedom-of-choice for Medicaid clients was a basic tenet in the creation of the
Medicaid program in 1965. To promote access, Congress sought a means for assuring that each
Medicaid recipient could obtain health care services from any Medicaid participating provider.
In 1981 Congress amended the Social Security Act to allow States to restrict Medicaid recipients
to coordinated care settings. We believe Congress intended this change to be a way of
increasing access to care as well as encouraging a more appropriate way of furnishing care.
Further, the permissible restrictions on freedom-of-choice were tied to the requirement that
States set-up coordinated care programs.

I, for one, would argue that the features of coordinated care programs more than offsets
any restrictions on freedom-of-choice. One of the important Medicaid lessons has been that
Medicaid status does not guarantee access to care when there are no or too few willing
providers.

President Bush has announced the Administration’s support for coordinated care as the
norm for furnishing medical assistance. The goal is: each and every Medicaid recipient should
be receiving their care through a coordinated or managed care setting. While we may question
whether the law will be changed this year, we are certainly aware of a growing sentiment in
Congress, particularly among several Congressmen, to amend the law.
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State Experinients

What is happening in the meantime is that a lot of States have submitted plans to HCFA
for freedom-of-choice waivers to implement coordinated care programs. I would like to share
with you recent examples of the type and level of State activity in sponsoring coordinated care
initiatives.

. Massachusetts received Federal approval of a freedom-of-choice waiver to
require mandatory enrollment of most of the AFDC and SSI population within
a Primary Care Case Management (PCCM) program. With few exceptions,
Medicaid recipients are given a choice of enrolling in an HMO or a PCCM.
This waiver program began in January 1992 and is expected to enroll 405,000
recipients before the end of the year. The same program allows the State to
enroll Medicaid recipients with mental health or substance abuse needs in
Prepaid Health Plans.

. New York recently passed a State law which would require within five years that
50% of its Medicaid recipients be enrolled in coordinated care. New York
received Federal approval of a freedom-of-choice waiver to enroll 31,000
recipients in HMOs in Southwest Brooklyn (effective October 1992).

r‘ l
Maryland implemented its PCCM program, effective December 1991. It covers
227,500 Medicaid recipients. Rather than paying the traditional
$3/enrollee/month  case management fee, Maryland increased the payment rate
for primary care services to promote provider participation and access.

. New Mexico received Federal approval to implement a statewide freedom-of-
choice waiver, effective August 1991. Enrollment is projected to be about
78,000.

. West Virginia also received Federal approval to implement a PCCM program,
effective January 1992. Like Maryland and Massachusetts, it is a statewide
program with a projected enrollment of 220,000 Medicaid recipients.

. Florida received Federal approval to implement a freedom-of-choice waiver
program, effective October 1991. Enrollment is projected at 78,000 Medicaid
recipients.

. Georgia received Federal approval to implement a freedom-of-choice waiver
program to enroll 3,000 pregnant women who are substance abusers under a
specialty provider case management arrangement. The women will receive daily
counseling and case management services. The program became effective April
1992. These clients are placed in a five-day-a-week, four-hour-a-day drug

0 counselling  program. Within this program, there is a close and continuing
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relationship between primary care doctors and enrolled pregnant women. It is
the first in the Nation to actively involve Medicaid clients.

Louisiana received its Federal approval to implement a freedom-of-choice waiver
for a PCCM program for 3,251 AFDC and SSI recipients in two parishes
effective June 1992.

The Texas State legislature is considering whether to mandate that a specified
percentage of Medicaid recipients be enrolled in a coordinated care setting within
a specified time frame.

Illinois is considering creation of PCCM program in the Chicago area.
Enrollment would be mandatory.

Michigan requested a freedom-of-choice waiver modification to expand its
current coordinated care program on a statewide basis.

Montana requested a freedom-of-choice waiver to implement a statewide PCCM,
which would have about 50,000 enrollees. HCFA is reviewing the request.

California has a coordinated care mandate, similar to New York’s: within five
years, 50% of the Medicaid population will be enrolled in a coordinated care
setting.

Washington received Federal approval to implement a freedom-of-choice waiver
involving HMOs  in the Spokane area.

The freedom-of-choice waivers are approved for two years at a time. In addition, HCFA
requires an independent evaluation that examines the program’s experience with regard to access,
quality of services, and costs. If States wish to renew their waivers, HCFA approval is
necessary. The renewal process includes a HCFA field assessment that provides its own review
and findings.

My state-by-state update on coordinated care programs indicates that there is a
tremendous amount of action -- nationwide. States on their own initiative and for a variety of
reasons are taking the initiative, increasingly on a statewide basis. In the past, most of the
programs were in one area, maybe a county, a city, or a couple of counties. States have been
cautious, starting out very slowly and assessing their programs over a two-year period. The
situation has changed. States are coming to HCFA, requesting a freedom-of-choice waiver for
larger areas and more Medicaid recipients. Initially, the focus was on the AFDC population.
More States are including their SSI populations.

I assume that many of you will have some sort of interaction with these programs on a
regular basis, either directly with HCFA or indirectly through the Public Health Service. If you
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are not involved already and if you think that your State is not one of the States which is going
to get involved with Medicaid managed care, I think you had better broaden your options. At
this stage, I could probably count on one hand the number of States that I have not heard from.
And, the trend suggests that the newly implemented coordinated care programs are fairly large.
More and more providers, particularly those serving the Medicaid population, may eventually
be affected.

Targeted Case Management

So far, I have focused primarily on freedom-of-choice waivers and primary care case
management programs. If you can step aside from that notion for a minute, within HCFA we
also have other statutory authorities which permit waivers for optional targeted case management
programs. These are voluntary programs, and here the focus is on allowing the States to use
providers who are not physicians to furnish the targeted case management. This is the only way,
I am aware of, that allows Federal funding for the medical, social, educational, and other
services not customarily available through Medicaid.

My understanding, to date, is that the targeted case management programs have focused
on specific populations such as the developmentally disabled, certain pregnant women groups,
individuals with hemophilia, individuals with AIDS or HIV. Some of these optional, targeted
case management programs exist in States which may have other types of coordinated care

P programs, as described earlier.

Some of you may be interested in understanding “what is the interaction between these
optional targeted case management programs and the primary care case management ones?” I
can give you a bureaucratic response: we require States to document for HCFA how these
programs interact and how States propose to coordinate their different case management
programs. I think you know better than I do that various scenarios exist. I would guess in
many instances, coordination does not happen. I alert you to this potential problem because
HCFA’s  role is circumscribed. To a substantial degree, we depend on the state Medicaid
agencies for implementation and setting coordination rules. Your involvement and role similarly
will reflect State policies and guidelines.

Facilitating Coordinated Care

In addition, HCFA has supported development of coordinated care through other
initiatives. For example:

In July 1990, we established the Medicaid Managed Care Technical Assistance Group
(TAG) which is comprised of one State representative from each of the regions. The purpose
of the TAG is to assist HCFA in the identification and resolution of problems in developing and
maintaining coordinated care programs.

In 1991, HCFA began an initiative to reform its method of quality assurance for the
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Medicaid coordinated care programs. Medicaid law historically relied upon the presence of
commercial enrollment and the ability of Medicaid enrollees to withdraw at any time, without
cause, to ensure quality of care. We do not believe these are adequate mechanisms to ensure
quality of -care. The Quality Assurance Reform Initiative is developing alternative quality
assurance mechanisms. These mechanisms will be based on current achievements in the
technology of quality assurance, and will be objective, measurable, and scientifically tested.
Quality assurance proxy measures will be related to both structure and outcomes. The initial
thrusts are with prenatal visits for pregnant women and childhood immunizations.

In November 1991, we issued to state Medicaid agencies a streamlined waiver
application for initial freedom-of-choice waivers. Subsequently, in June 1992, we issued a
similar document for waiver renewals. The purpose of these new application forms is to assist
States in the development and documentation of waiver requests.

More recently, in May 1992, we issued a guide on best practices, based on our
experience with freedom-of-choice waiver programs. This guide also describes approved and
operational freedom-of-choice waiver programs.

In January 1992, we established the Medicaid Managed Care Industry Group which is
comprised of industry representatives from the Group Health Association of America and the
American Managed Care and Review Association. The purpose of this group is to promote
Medicaid coordinated care as a quality and cost-efficient alternative means of access to the fee-
for-service system.

We also support the National Academy for State Health Policy which has a Task Force
on federally qualified health centers -- community health centers that receive cost-based
Medicaid payments. With representatives from the National Association of Community Health
Centers and HRSA, this Task Force is an example of HCFA-PHS collaborative efforts in
support of our mutual access missions.

The Future of Cooniinated  Care

What I would like to leave you with is just a brief outline of where we think we may be
heading in terms of Medicaid coordinated care. I have mentioned to you some of the types of
managed care programs we have in place within HCFA. This current waiver policies require
States to provide substantial documentation for HCFA approval and periodic reassessments.
This is a time consuming process. There is also a bill (SB 2077) in Congress -- referred to as
the “Moynihan Bill” -- that will ease the way for States to proceed with coordinated care
programs. I do not know whether a version of Senator Moynihan’s Medicaid managed care
legislation is going to pass this year. If it is not this year, we anticipate that it will be some year
soon, and it would change many of the rules for dealing with Medicaid clients.

First and foremost in my view, it would allow States to force Medicaid clients into a
managed care arrangement as the norm rather than the exemption. Senate Bill 2077 would give
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P state Medicaid agencies a lot more flexibility and, in effect, eliminate this waiver process. It
would allow states, if they wish and if they can meet certain other requirements (for example,
quality assurance) to mandate or force Medicaid clients into managed care.

I do not know how many of you are comfortable with the notion of mandating
coordinated care or how many of you may be ambivalent about it. At this point, it is important
that you are aware that there is a bill that would eliminate the waiver process and thus, give
states a tremendous amount of flexibility to place people in managed care systems. States,
however, would be subject to quality assurance standards.

In addition, Senate Bill 2077 offers greater flexibility to the HMO industry.
Requirements such as the 75-25 enrollment composition requirement (i.e., at least 25 percent
of the enrollees must be commercially-based) would be eliminated. Prior approval requirements
for HMO contracts would also be eliminated. One feature, which I view as a positive reform,
is the guaranteed eligibility option (i.e, states would give Medicaid clients up to six months
guaranteed eligibility after they actually lose their hiedicaid eligibility). Guaranteed eligibility
would enhance access by extending period of Medicaid coverage for managed care enrollees.

,n

These changes and potential reforms are likely to be important for you as well. I think
for those of you who are associated or affiliated with community health centers or otherwise
receiving Medicaid reimbursement that your role is likely to expand -- you can be a bigger
player than you are already. For example, the OBRA 89 provisions that establish federally
qualified health centers (FQHCs)  present substantial potential increases in Medicaid revenues and
incentives to provide services (access) to Medicaid eligibles.

It is too early, however, to assess the overlapping effects of FQHCs  and Medicaid
managed care initiatives. At this stage, it is most important to be cognizant of the broad reach
of Medicaid reforms that are underway nationwide and in your States. The potential for further
expansions of the coordinated care programs is evident. To put it in its simplest terms: since
June 1991, we have gone from 10 percent to 13 or 14 percent of our enrollees being in Medicaid
managed care. If this trend continues, we could go as high as 15 to 20 percent within the next
year or two.

The magnitude of changes could be accelerated if the Moynihan Bill were enacted -- in
some fashion. My best guess under this scenario is that 50 percent of the Medicaid population
might be enrolled in managed care programs. I do not think that is an exaggeration because
HCFA’s role would be very limited and the ability of States to negotiate and contract with
HMOs  and other entities would be greatly enhanced.

Thank you for this opportunity to provide an update on HCFA’s coordinated care
policies and programs. I would welcome your comments and questions as the Conference
proceeds.
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ACHIEVING A BALANCED PERSPECTIVE:
PROMISES AND REALISTIC- EXPECTATIONS

John Capitman, PhD

Dr. Capitman is the Director of Long Term Care Studies at the Institute for Health
Policy at Brandeis University.

It is really a great pleasure to be here. I think what is really exciting about this
Conference is its charge: recommending guidelines for case management with respect to its
goals, service components, delivery models, and organizational attributes. These guidelines are
to reflect a consensus among Division of Programs for Special Populations grantees. In
addition, we have been asked to focus on the possibility of cross-population standards in any of
these areas. It is the kind of challenge that ought to k&p us all going through the dog days of
summer.

I was given two assignments this afternoon. My first was to offer some cautionary
comments about the enormity of the tasks that are delegated to case management programs and
about our tendency to promise more than we can deliver. Attempting to meet the goals most
often attributed to case management represents an enormous challenge. So in setting standards
for case management programs, it would be better to promise no more than we can deliver. My

n second assignment was to focus attention on findings from evaluations of community oriented,
coordinated long term care demonstrations to suggest lessons for measuring the contributions of
case management programs.

These seemed like fun tasks to me. Of course, I warmed up to the idea of being the
curmudgeon. But as I reviewed the background materials for this event, I was struck by some
of the broad differences and similarities in what we are trying to do in serving medically
complex and disabled elders and adults, at-risk pregnant women and their infants, homeless
persons, substance abusers, and persons with HIV infection.

I want to focus, from my perspective of long term care for the aged, on some of the
challenges that are shared by all of us regardless of the population we serve. Then I can address
how to achieve a balanced perspective on case management.

It seems to me that our work in case management for all of these populations is best
thought about with respect to a pair of related paradoxes -- “a pair of confused ducks” and “a
gaggle of noisy challenges”. I’d like to describe these briefly and what I think they mean for
policy and program expectations with regard to case management.

The Paradox of Medical Progress

The first paradox is sometimes called The Paradox of Medical Progress. I have a friend,
a psychiatrist who worked with families of elders treated at Montefiore Medical Center. He said
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that when families came in, they said: “Do everything you can to save my loved one.” And
when they left with enormous bills and responsibility -for chronic care, they said: “How cm it
have come to this?”

People are surviving illnesses that were mortal in our parents’ or grandparents’
generation, but they live with needs for chronic care services because of ongoing physical or
psychosocial disabilities. Medical progress has created many marvels, but it has also created
enormous new tests of our bravery and flexibility.

Case management programs represent a response to this paradox. They help to make
the wonders of modern health care more understandable to consumers, and help people to make
transitions between acute and chronic care. Case management programs reflect the recognition
of the limits of what traditional health care providers can do for individuals with chronic care
needs. They seek to link individuals with the range of allied health, social, and basic living
(housing, food, etc.) services they need given the consequences of chronic illness. Only through
excellent case management can we expect to engage consumers in the necessary complex and
ongoing reassessment of their needs and to marshal1 diverse public and private health and social
services in response.

The Paradox of Just Health Care

F--Y The second paradox might be referred to as The Paradox of Just Health Care. On onei
hand, we have come as a society to view health care as just another commodity, the consumption
of which varies with individual resources and preferences. We want to allow individuals to
select sources, providers, and ways of buying care. We are mostly comfortable with an
entrepreneurial environment for treating the ill and disabled. On the other hand, we have come
as a society to believe that all should have access to adequate health care and that health care
is a utility like education, public health protection, transportation, and law enforcement.

Dr. Samuel Thier, President of Brandeis University and former Director of the Institute
of Medicine has expressed concern about the trend toward making health care a commodity.
As he puts it, even those of us in human services recognize that such an environment tends to
place inflationary pressure on health expenditures, by encouraging the remaking of chronic social
or basic living needs as extensions of health care.

In the context of health care as a public utility, individuals can’t assume full
responsibility for their needs for health care. Illness, disability, and misfortune do strike at
random, and appropriate modem health care responses require enormous capital investment and
ongoing maintenance expenditures. Further, just as individuals can’t be held fully responsible
for horrors that hit at random, we have come as a society to believe that they cannot expect full
control over what and how health care is to be delivered. Viewing health care as a public utility
__ even in the context of a pluralistic financing approach -- also means that health care
professionals have a duty to deliver care in the most efficient fashion possible.
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Steve Brady  has said that no one wants to be a case, and no one wants to be managed.
Yet these conflicting societal goals create daily crises both big and small for persons in each of
the special populations we serve. Case management programs attempt to respond to this
paradox. How can we maximize the capacity of individuals to make informed choices among
appropriate care options and at the same time how can we maximize the capacity of current
delivery systems to meet the needs of each individual in the most cost effective fashion?

In long term care for the aged, there has been a lot of talk about the dignity of risk.
How do we allow elders the autonomy to make risky choices without abandoning our
responsibility to do them no harm and to minimize the potential exposure for payers of care?
We can feel gratified and view it as a direct challenge for our work in the next couple of days
that in excellent case management programs we can allow consumers, individual consumers, the
dignity of risk by helping them come to understand the options that we can make available and
to select among them with a real understanding of the inherent risks and opportunities.

Challenges

And now for the gaggle of four noisy challenges. Part of our work here will be to come
to consensus on how we keep the cacophony they create from overwhelming our kind intentions.
Here are the four challenges:

. We can’t do more than we know how to do,

. We can’t plan and coordinate care that isn’t there,

. Our clients are more diverse than we, and

. Time is not on our side.

Now let me say what I mean by each of these.

We can’t do more than we know how to do. In long term care research, it has been
difficult to prove the cost effectiveness and clinical efficacy of case managed, community based
services. Perhaps the most central reason for this finding has been the difficulty  in identifying
a population who, but for community care, would use more costly and less desirable institutional
services. In all the coordinated community, long term care demonstrations to date, the majority
of service dollars were devoted to one service: paraprofessional home care. Given this, it is not
surprising that researchers have been unable to demonstrate which characteristics of individuals
and their informal care givers determine the package of services needed to be offered through
case management.

But care plans are driven by organizational and service availability factors because we
do not know how to write plans based on standards of practice or informed choice by
consumers. As a discipline, we do not know which services work best for which clients under
which circumstances. We do not know whether three days of day care is less effective in
helping the family of an Alzheimer’s Disease patient retain her in the community than four days
of home care, or two sessions of informal caregiver group support, or a whole array of services.
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,n Since we do not know what really works best, we have tried in long term care to use
highly professionalized staffing patterns, and by that I mean staffing patterns with high levels
of skilled professionals -- nurses, physicians, and social workers as opposed to paraprofessionals
in case management roles. There is no strong evidence that this matters in terms of client
functioning or satisfaction, but we do know that it increases the costs of case management.
Long term care case management programs are challenged to help people make the best choices
in terms of health and social services. Often we can only guess at what these choices should be.
Does this arise for other populations?

We can’t plan and coordinate care that isn’t there. There was a joke in California in
the early days of its state-funded home care program. The joke was: “All assessed and nowhere
to go.”

Coordination and control systems cannot replace direct services, and yet in many
communities we develop these systems before we develop direct services. A variant on this
problem was revealed in the Robert Wood Johnson Foundation program for hospital initiatives
in long term care. In that program, some of the hospitals developed elaborate case management
systems with the goal of helping people get out of the hospital sooner and stay out longer.
These demonstration sites did not have any resources available to purchase care for participants,
and as a result they were often not able to get their participants to the top of the long waiting
lists maintained by existing community providers.

Again, I wonder if this is true with other special populations. It seems to me without
adequate direct care resources and adequate control over those resources that case management
programs have little likelihood of reaching their goals.

Our clients are more diverse than we. Cultural diversity has long been a feature of life
in the United States, but demographic aging in this country has been accompanied by even more
rapid growth than expected of aged communities of African Americans, Latinos,  Pacific/Asian
Americans, Native Americans, and other persons of color. As the equal rights generations
approach a new century, the complexion of a graying America will be anything but
monochrome, and its voices will be increasingly complex. In several recent studies, long term
care consumers and providers have assessed the achievements of community health and social
services systems in accommodating the growing diversity among elders. These reports all
identify a consistent concern that there are race/ethnicity inequities in access to formal long term
care services.

Each of these reports also identifies specific steps that might be taken at the local level
to increase the accessibility of community care services to all elders at risk. Prominent among
these were:

l Increase the participation of persons of color in formal care programs, and
l Make sure that all staff have had the chance for cognitive and affective learning

about each of the communities in which they will be working.
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Remember how I said the phrase: Our clients are more diverse than we. When you
look at long term care -- especially among people who do case management -- case managers
are the only group who are more consistently female than elder long term care users. When we
look at the race and ethnicity of people who do case management, whites are massively over-
represented relative to the distribution by race and ethnicity within the population. When we
look at direct service in long term care at least, it is older women of color who provide the bulk
of direct services. That whole profile does not match very well with the profile of our clients.
Our clients are more diverse than we are. To resolve the paradox of just health care, case
management programs must successfully address cultural diversity.

Finally, time is ll~t  on our side. The first professional conference where I spoke about
case management was about fourteen years ago in Los Angeles. In my audience was a
representative of the Japanese health and welfare ministry who pulled me aside afterwards and
said: “I must be having a language problem. You are speaking about long term care, but each
of the projects discussed here only existed for two or three years. ”

Time is not on our side in several ways. First, for the populations we serve and for
humans in general, death is inevitable. Our efforts are directed toward slowing its onset and
making the process less painful. Maybe this does not apply across populations, but in long term
care we are not treating the underlying causes of chronic illness, nor are we using interventions
that can be expected to dramatically alter their course. To meet this challenge, we must be clear
that it is incremental improvements in the quality of people’s lives and in the quality of their
deaths that we seek.

Secondly, time is not our side because a short term focus on cost avoidance can set
unreasonable expectations for case management programs. In the short run, better access to
more and more appropriate care probably does not save money. In the long run, better
community oriented care may mean less costly institutional and acute care, less need for capital
investments in these services as the population grows, and more time that the chronically ill can
contribute to society. But time is often not our side since these are outcomes that take more
time to observe than the policy process may make available.

I am not saying that we have demonstrated that community long term care programs for
the aged can save resources and prevent harder problems in the long run. But studies have not
been designed to address these longer range impact questions in a systematic way.

A third sense in which time is not on our side is that the work that we are trying to do
is really very elaborate, very complex, and is going to require us to balance BPHC’s very
desirable goals of practical recommendations with our own values clarification in each population
group. So given that there is a lot to do, I will summarize what I have said.
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Expectations

I have based my comments on what I believe we have learned about long term care for
the aged, and on what I am guessing is being learned in the context of services for each of the
groups being considered here. It would seem that the mission attributed to case management
is broad and demanding. In a sense we are trying to address some of the most basic dilemmas
in our society at this point in history through case management programs. The paradox of
medical progress and the paradox of just health care underscore the fundamental questions. Case
management and other programs are challenged to extend the level of clinical expertise available
to new problems, to identify and address the limits of current service availability and financing,
to accommodate increasing cultural diversity, and to race against time, even as we address issues
that are defined by their extended time horizon.

I hope these comments surface as well as underscore the importance and difficulty of the
tasks faced by this Conference. Thank you.

IIA-28



LEGISLATIVE AND PUBLIC POLICY ISSUES IN CASE MANAGEMENT

Katie Maslow, MSW

Ms. Madow  is a Senior Analyst at the U.S. Oflce of Technology Assessment, Congress
of the United States.

I want to talk to you this afternoon about case management from a legislative and policy
perspective. The agency I work for, the Office of Technology Assessment (OTA), is conducting
a study of case management for long term care. The study was requested in 1990 by the Health
Subcommittee of the U.S. House Ways and Means Committee. The subcommittee asked OTA
for a report on case management as a component of a comprehensive, federally mandated, long
term care program. That ongoing study is the context of my work on case management and my
remarks this afternoon.

Legislating Case Management

As you may know, almost all Congressional proposals for long term care reform in the
past five or six years have included case management. The Congress and virtually everyone else
seem to agree that case management is an essential component of a comprehensive long term
care program. We heard earlier this afternoon about case management in programs of the
Health Care Financing Administration (HCFA), and you are aware of case management in
programs of the Health Resources and Services Administration (HRSA). In a recent issue of
the magazine, Case Management, there is an article that discusses Gail Wilensky’s views about
case management and points out that case management is part of President Bush’s health care
reform proposal.

The proposals for long term care reform that have been introduced in Congress in the
past few years generally include a description of who would be eligible (i.e., the eligibility
criteria), a description of the services that would be provided (i.e., the benefits package), a
financing mechanism that sometimes uses cost caps or client cost sharing, and case management.
Although all the proposals include case management, they do not describe it in any detail. The
purpose of these Congressional proposals is to create a long term care program that would
accomplish the following objectives:

l Improve access to a wide range of services,
l Promote the use of appropriate services,
l Integrate services,
l Promote continuity of care,
l Enhance patient health status and functioning,
l Reduce or contain the overall cost of services, and
l Assure the quality of the services.

Thus the proposals would create a program involving several components -- the eligible clients,
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the services (although probably not enough services), a funding source or sources, and case
management -- intended to accomplish a set of idealistic, admirable, but difficult-to-achieve, and
somewhat contradictory, objectives.

Case Management Magic

In thinking about Congressional proposals for long term care reform, it sometimes
seems to me that the successful implementation of the long term care programs they envision
involves a magic trick -- in effect, the objectives are achievable when the components are
combined and we say the magic words “case management.” I wonder how many of you believe
that case management can turn these components into a program that meets all of the objectives.

What I have just described as a magic trick, the previous speaker, John Capitman, called
a “challenge.” I think John and I mean the same thing. Some of what we expect case managers
to do is very difficult. The objective of containing costs is probably the most difficult one to
merge with the other objectives. HRSA programs usually do not require cost containment, but
all long term care programs work within resource limitations, and trying to meet people’s needs
when there are not enough resources is difficult. Maybe what we expect of case management
is impossible or only partly possible.

Policy-Relevant Questions About Case Management

As part of the study OTA is conducting for the House Ways and Means Committee, we
have identified many questions about case management. These questions which pertain to
legislative language and legislative provisions are similar to the questions identified in the
excellent Conference Background Paper prepared for this meeting. One purpose of this meeting
is to develop guidelines for case management that HRSA can use in its grant programs. In
contrast, OTA’s purpose is to provide information that will help Congress define and describe
the case management component of a long term care program that will meet Congressional and
societal objectives. For both purposes, however, many of the important questions about case
management are the same.

l What are the appropriate functions of case management? Most people agree that
case management includes assessment, care planning, service arrangement,
monitoring, and reassessment, but what about counseling, patient and family
education, and outreach? What about direct services?

l What is the cost of case management? What factors affect its cost?

l Does case management alter the type or amount of services clients use?

0 Does case management alter the cost of the services clients use?

I’
I
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Do case managers sometimes find free services that clients would not have access
to otherwise?

Should case managers use a uniform assessment instrument?

Should case managers use uniform care planning procedures?

What quality assurance procedures should be in place for case management?

What is the impact of caseload size?

What role, if any, should case managers play in assuring the quality of the
services provided for their clients?

Are there any special considerations in case management for ethnic minority
persons?

How should case managers interact with the families of their clients?

Case Management for Different Popuhtions

The topic of this meeting -- case management for special or different client populations -
- is important for legislative and public policy purposes for several reasons. First, if case
management is the magic that will make a long term care program work, it is important to know
whether case management differs for different client populations. Most of the Congressional
proposals for long term care reform would provide services for older people and disabled adults,
and some of the proposals would also provide services for technology dependent children and
other groups. An ideal long term care program would be one that makes services available to
all the different types of clients served by the programs you represent. If we had such a
program, we would need to know whether, and if so how, the case management component of
the program should differ for the different populations.

Second, and perhaps more important from my perspective, is that comparing case
management for different populations can help us to think and communicate more clearly about
case management in general. We all use these words, “case management,” “care coordination,”
“assessment” -- the lingo of the field -- as if we were talking about the same thing. My
experience in working on our case management project is that people use these words to mean
very different things. For example, if you ask case managers whether they do assessment, they
all say yes, but the assessments they are talking about differ greatly. Some case managers are
doing client assessments on the telephone in five minutes, and others are going out with a team
to clients’ homes and spending an hour. Some are going for longer, and some go twice.
Because we use the same words to mean different things, it is difficult to communicate clearly
about important differences in practice.
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P,
It seems to me that talking about what case managers do as they serve different client

populations will help us to think more clearly about some of the differences in case management
that may be important for policy purposes, and perhaps for HRSA’s purposes as well.

In the fall 1991, I spent a day talking with the grantees from HRSA’s Health Care
Services in the Home Demonstration Program. It was a valuable day for me for the reasons I
have just suggested. It helped me to think about differences in case management for different
client populations that perhaps should be included in legislative proposals so that the resulting
programs will work better for various kinds of people.

Government-Funded Research on Case Management for Long Term Care

OTA is focusing on four questions in its case management study.

l What agency should be the case management agency for a comprehensive,
federally mandated, long term care program?

l Should that agency determine client eligibility for services in addition to
performing other case management functions?

0 Should there be caps on the amount of services case managers can authorize for
a client?

l How should the case management agency that administers the comprehensive long
term care program interact with other community agencies that also provide case
management?

In addition to our study and HCFA’s  and HRSA’s programs that you learned about
earlier, there are several other government agencies working on the topic of case management.
The Congressional Research Service (CRS), another Congressional research agency like OTA,
is conducting a study of case management standards and requirements in each of the 50 States:
that is, what is on the books about case management in each State. The General Accounting
Office (GAO) is conducting a study that involves interviewing case managers in government
agencies. Thus far, GAO has interviewed 90 case managers in six States. The agency is asking
the case managers, “What is good case management?” “What are the problems?” “How do you
feel about case management standards.9” “What kind of requirements and structure would help?”
GAO is looking for standards that could be written into law for case management.

Providers as Case Managers

In addressing our question of which agency should be the case management agency, we
have come upon what I think is the most controversial policy issue in this area: that is, the
question of whether service providers should be allowed to be the case manager for such a
program. Virtually all proposals for long term care reform that have been considered in
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Congress in the past few years have stipulated that service providers cannot be the case
manager. That stipulation reflects Congressional concern about potential conflict of interest and
a widespread belief that service providers would authorize more services than clients need or
authorize their own agency’s services when another agency’s services might be more
appropriate

Many service providers complain, on the other hand, that there is a tremendous amount
of inefficiency and duplication of effort when there are two case managers -- the case manager
in the government agency and the service provider who is also doing case management. Beyond
inefficiency and duplication of effort, service providers complain that the case managers in some
government agencies do not ever see their clients and therefore may authorize too little, too
much, or the wrong kind of services. They believe that Congressional proposals that exclude
service providers will not work for them and will not work for clients. One purpose of our
study is to figure out what legislative proposals could say to help to resolve this issue.

Movement Between Acute and Long Term Care

A final issue with respect to case management that has not been discussed yet this
afternoon is the role and function of case management in the movement of clients between acute
and long term care settings and services. In the past, it was reasonable to think about acute and
long term care as separate arenas. We could think about clients as being in the acute or the long
term care arena and about case management as if it were for acute care (e.g., hospital case
management) or long term care (e.g., case management for people living at home). Now the
two arenas are coming closer together, and clients are moving back and forth between the arenas
very quickly.

The recent legislative proposals for long term care reform do not acknowledge the
merging of acute and long term care. We have acute care bills and long term care bills, and the
case management is also split. It seems to me that as we talk about case management for special
populations in the next two days, we should keep in mind this client movement and that case
management may be most needed in these transition times. We should begin to think about
criteria for case management in that context. Thus, for example, we are no longer looking for
two types of case managers for older clients -- one type that can work with frail older people
in the community and another type that can work with older people who are about to be
discharged from the hospital and are medically
who can work in and between the two arenas.
the client populations you work with.

I am looking forward to the discussion
you.

unstable. We need to think about case managers
I am sure you can think of similar examples for

this afternoon and for the next two days. Thank
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DISCUSSION

Robert Veiga, M.D.

Dr. Veiga, Division of Programs for Special Populations, is Co-Project Ofleer  on the
“Case Management for Special Populations” project.

DR. VEIGA:  Good afternoon. Just when you think you have heard everything you
needed to know about case management, we find out that we are actually still on the cutting
edge. The other thing that we want to keep in mind is that whatever else we want to say about
case management -- we think we can do a better job with it than without it. So we -- I as the
Co-Project Officer for this Conference, along with Liz Hickey  -- wanted to invite people who
have case management expertise -- in the field, academia, or government agencies. We believe
that the Conference participants have the wherewithal to realize that they could make a
difference and that you do a better job with case management than without it -- despite all the
existing constraints.

Trying to explain case management is like trying to explain to a bunch of boys and girls
baseball, its rules, and how to play without them ever actually playing. Without experience, we
would never have had a Babe Ruth or a Hank Aaron today. You have to play it, live in it, be
part of it, and then figure out what the rules are to make others play the game better. That is

!,- what we are really trying to do here today. As Howard Lemer has said: we should develop
guidelines that are really practical and pragmatic not only to us but for you, the providers of
case management services, and ultimately to the population that is being served.

What we would like to do is have you ask the panelists questions while we have the
opportunity. Does anybody have a question they want to raise?

MS. ASHERY:  I am Rebecca Ashery from NIDA. There were three terms used:
coordinated care, managed care, and case management. I am not sure whether you are using
them interchangeably or separately. Could you please discuss that?

DR. FALZK: At this Conference we are focusing primarily on case management -- as
a service or complement of services for facilitating client access and service coordination. And,
we have introduced the related concepts of managed care and coordinated care. “Coordinated
care” is a relatively new term, recently coined by HCFA and HRSA agencies. Managed care
has a longer history, originating within the private insurance sector.

Coordinated care represents an attempt to distinguish between the cost-containment
emphasis often evident in “managed care n systems and access enhancement priorities within
public programs, now embodied by “coordinated care * which tends to be associated more with
promoting access, care continuity and service integration. Thus, coordinated care shifts the
emphasis more towards access, without undue focus on costs and cost reduction.

/--x
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We are here to discuss case management as a distinct intervention which may or may
not be part of a particular managed care or coordinated care program. Case management has
a longer history than either managed care or coordinated care. Case management is specifically
oriented towards individual clients or patients. Managed care and coordinated care deal more
broadly with delivery system arrangements, provider relations and often financing.

DR. CAPITMAM  At least in aging when we say coordinated care or managed care, it
has come to reference prepaid programs, capitated  programs, programs like HMOs, or physician
gatekeeper programs. Case management has generally come to reference an administrative
service that directs client movement through a series of phased involvements with the delivery
system.

DR. FALIK: Your reference to managed care and prepaid plans reflects, to a
considerable extent, HCFA’s perspective. However, if you get into managed fee-for-service,
we are no longer talking about capitation. For this Conference, we will be dealing almost
exclusively with case management as a distinct administrative service. Over the next two days,
we will not be dealing with the more global concepts as we seek to refine our mutual
understanding of the components of case management and fashioning recommendations for
DPSP.

DR. VEIGA: I would like to ask John a question about one of the four challenges.
Could you amplify a little bit about resource constraints or “How you cannot plan and coordinate
care for that which is not there?”

DR. CAPZTUM I definitely did not want to imply that you cannot do case management
unless every conceivable and necessary service is available and accessible at more than minimal
levels, or that case management is only a kind of afterthought after you have done all of the
good work in accessing available services. I am not trying to employ that perspective.

I was trying to imply that in terms of setting expectations for case management
programs, those expectations have to take into account what direct services are available in a
given community. Secondly, I will argue strenuously for a view that if you cannot authorize
services, make a trade for services, do something that brings resources or controls the resources
for direct care, you are in trouble. That is a viewpoint, and it has been argued strenuously from
lots of perspectives.

The third implication is: “What do we really mean by this resource development role?”
This is one of the components of case management that has received scant attention at least in
long term care, and I think across our field. I guess I do not believe there are free services any
more than there are free lunches, but still a role of case management is to figure out what to do
in the absence of appropriate services. How can you compensate for the absence of appropriate
services?

DR. VEIGA:  Marilyn, would you like to comment?
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so much. Maybe there has been one main caregiver, but by working with the family you can
help a little bit more.

From what I have heard, it seems that both of these things happen a lot in rural areas
where there are not enough services. It is important to keep in mind at least for research and
theory that there is a lot of substitutability for the long term care services that people use. It is
not just that you have to have this particular thing. Sometimes a case manager can find a way
to solve a problem even if there is not a particular agency, and that is a valuable function.

DR. LEZGA: To reiterate the discussion: I do not think we are looking for an all or
nothing approach to guidelines for case management. We are building a paradigm. We are not
actually at the point of having something that is total; comprehensive, complete, and never to
be looked at again. Obviously, as Katie has mentioned, there are a number of key government
organizations also studying these issues in an attempt to clarify and standardize what we mean
by case management. We are just a little bit ahead of that curve, and I know that we can meet
the challenge.

Before breaking for lunch, I would like to introduce the group-session facilitators who
will be playing a significant role in throughout this Conference. For the homeless panel, Dr.
Melodie Sovine;  for substance abuse, David Ley; for HIV-AIDS, Dr. Anita Vaughn; for
perinatal care, Ellen Peach; for technology dependent children, Dr. George Delavan; and for
elderly home care, Doris Sinclair. On behalf of the Division of Programs for Special
Populations, I wish to thank the grantee facilitators as well as all our invited participants for
accepting the challenge of defining case management and developing recommendations to assist
us in formulating future guidance. Over the next two days, we will have ample opportunity to
discuss critical issues
well as meeting with

that underscore our commitment and involvement in case management as
the Divisions’ staff that will be observing the deliberations.
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GRANTEE PANEL

OPERATIONAL CONSIDERATIONS:
GOALS, KEY FEATURES, AND ACCOMPLISHMENTS

OF CASE MANAGEMENT PROGRAMS FOR SPECIAL POPULATIONS

Moderator: Deborah Lewis-Idema, Vice-President, MDS Associates, Inc.

This afternoon our panel is concerned with the operational considerations in case
management. We are moving from our earlier discussion of overarching issues and research
findings into talking about issues that grantees face on an everyday basis when they are running
case management programs.

At my left, we have Dr. George Delavan who is with the Department of Health in Utah
and runs a program for children with special needs. Next to him is Deborah McMillan. She
is the Director of Social Services at the Philadelphia Health Management Corporation, and she
will talk to us about case management for homeless individuals and families. Dr. Tanya Raggio,
Medical Director at Primary Care Health Services in Pittsburgh, is going to talk about case
management services for perinatal populations, pregnant women and their infants.

p‘. To my immediate right is Dr. Anita Vaughn, Medical Director at Newark Community
Health Centers, Inc. Dr. Vaughn has a grant under the Ryan White Title III HIV program, and
she will be addressing case management services for that population. And last, but certainly not
least, is David Ley, Coordinator of Integrated Care at Erie Family Health Center in Chicago.
Substance abuse treatment and primary care services are coordinated under a Linkage Program
grant, supported by both NIDA and BPHC.

Now I will turn to our grantee panelists.

/-\
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CASE MANAGEMENT FOR TECHNOLOGY DEPENDENT

George Delavan, M.D.

Dr. Delavan is Director of Children’s Special Health Services,
Health.

CHILDREN

Utah Depanment  of

Good afternoon. What I want to describe briefly is the case management component of
our home health care program in Utah. This is funded by BPHC, and it is one of five grantees
for home health care programs nationwide. We serve adult and elderly clients as well as
pediatric clients, but the primary focus of my talk is our pediatric component which is a little
bit different than most home health programs which tend to focus primarily on the elderly. Then
at the end, I will talk briefly about some of the differences between our pediatric and adult
elderly case management teams.

Goals for Pediatric Case Management

We have the following six goals for case management of technology dependent children:

0 Identify the needs of the child and family and, where appropriate, link them to
entitlement programs and other community resources.

l Assist the family in identifying other community options in lieu of institutional
placement if the child is unable to remain at home.

l Assist the family to take as much control over the child’s care as possible, by
involving the family in the care planning process as early as possible and by
supplementing the family’s care of the child with respite nursing.

l Assist the family in keeping the child at home and maximizing the child’s
potential

0 Help the family to develop realistic expectations about the child’s long term
capabilities.

l Assist families in keeping their terminally ill children at home when feasible and
provide needed emotional support.

Design Features

Now let me describe the structure and design of the program. We have a team of case
managers (a nurse and a social worker) who share the pediatric caseload, and another team (a
nurse and social worker) for the adult, elderly caseload. The pediatric team is located at the
Utah Department of Health in Salt Lake City. They complete pediatric assessments on children
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all over the state. Most of the state’s residents live on the Wasatch Front, which is an 80 mile
corridor from Provo in the south to Ogden in the north.

The case managers encourage referrals from hospital discharge planners well in advance
of the child’s discharge. We try to make contact as early in the child’s hospitalization as
possible so we have more time for planning and transition. During this time, they meet with
the family and hospital staff and complete an initial intake. The case managers work with the
Medicaid Prior Approval staff to assist the hospital discharge planner in identifying and
requesting any additional services needed by the child which may be approved under the
EPSDTKHEC  Program.

Most of our pediatric clients are on Medicaid. We certainly try to maximize Medicaid
funding wherever possible, and one way of getting extra services is through the EPSDT program
under Medicaid. The discharge planner then arranges for all the home care, services,
equipment, and supplies needed by the child.

After the child is home, our case managers visit with the child and family during the first
two weeks at home and complete an in-home assessment. By this time, the family has had a
chance to adjust to having a child at home and are aware of any additional services and supplies
which they need that are not covered by Medicaid or their private insurance. This may include
respite nursing as well as supplies, equipment, and various therapies. The care plan is based

,- on the needs of the child and those of the family. Input is provided by the physician and other
agencies working with the child and family.

The current pediatric caseload includes 70 children under the age of 18, with the
majority of these being under the age of five. The case managers complete the intake
assessments together, and every 120 days or sooner if necessary, each child is reassessed in the
home by the team. The caseload is divided for monitoring between the nurse and social worker,
with each one taking those cases that exhibit problems within his/her areas of specialty. This
person becomes the lead contact for the family. Team members consult with each other on a
daily basis about the children and their needs.

Each family records all medical services received by the child each month in a Health
Diary. This includes hospital and emergency room visits, and delivery of supplies and
equipment. The family also reports on any problems that have occurred during the month with
their home health care services. The case managers spend most of their time after the initial
assessment working with the family as the child’s needs change, discussing the care plans with
other providers, and assisting the family gain access to other services which they need.

The program has added a pharmacy consultant for both pediatric and adult clients. A
pharmacist experienced with pediatric clients is providing consultation services for children who
are taking multiple medications. The consultant then makes recommendations by completing a
Medication Record, and copies are sent to the home health agency and the primary care
physician.
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Just to clarify, our program does not provide any direct care. We pay for direct care.
In other words, our case managers have the authority to authorize treatment funds from grant
funds. They try, of course, to use other payers when available, including private insurance,
Medicaid or other community entitlement programs. But if there is not another payer for a
particular service, then they do have the ability to authorize grant funds to pay for these
otherwise non-reimbursable services.

We pay private home health agencies or private equipment providers to furnish direct
care so that our case managers are purely case managers. However, while I say we provide no
direct care, the team may do a little bit by providing some in-home crisis or family support
kinds of services -- but only to a limited extent.

Program  Accomplishments

Let me talk briefly about program accomplishments. A preliminary study suggests th?.a
there are fewer hospitalizations for the pediatric clients after they have entered the program than
before. In a survey, families reported that by keeping their kids at home instead of in a hospital
or nursing home, they were more able to maintain a normal family routine. They also
discovered that their children were happier, more comfortable, and made greater strides both
physically and socially because they were at home.

Parents identified a need for a support mechanism. Support group meetings with families
of other technology dependent children were not an option since these parents have few
opportunities, if any, to be away from their children. Subsequently in conjunction with a few
parents, our staff developed a quarterly newsletter, Hand in Hand, as a support medium.
Parents select the topics covered and are interviewed for the articles that are written by our
information analyst. Timely topics include insurance coverage and how to take a vacation with
a technology dependent kid. Other health professionals provide information for supplemental
articles.

Community interest in the home care needs of technology dependent children has
increased since HHCP began. Health care professionals from the Department of Health, staff
from the Department of Human Services and the parents of a technology dependent child began
meeting this spring to plan and develop an application for a Medicaid Home and Community
Based Waiver for Technology Dependent Children. This waiver is to cover technology
dependent kids so we can add some services that Medicaid cannot provide right now. These
discussions provided the impetus for adding private duty nursing to the state Medicaid plan.
This is now covered as a benefit under EPSDTKHEC.

We have also worked with our state Division of Services to Persons with Disabilities to
develop a mechanism to assist children in Skilled Nursing Facilities to return to the community.
This has involved using the resources of the Developmentally Disabled/Mentally Retarded
(DD/MR), a Home and Community Based Waiver under Medicaid, and the Home Health Care
Program (HHCP) grant. Eight children have been discharged to date. Some have gone to
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Professional Parent Homes which are funded by the DD/MR  Waiver; others have gone to live
with relatives. HHCP case managers closely monitor- the medical needs of these children.

Also, the membership of our Pediatric Advisory Subcommittee spent one year working
on Guidelines for Technology Dependent Children for Transitional Care Facilities. Professionals
who work with technology dependent children thought that this was needed to assist in the safe
transfer of care for children who were going from an acute care facility to a transitional care
facility when they cannot go home for some reason.

Future Plans

There is still a need for non-medical respite care. Similarly, there is need for more in-
home crisis intervention services to help families cope with the emotional stress of caring for
their very sick children. Additional professional parent families are also needed so that more
children can be deinstitutionalized  from nursing facilities when their own parents cannot take
care of them. The professional parent family must have access to a registered nurse who is
qualified to care for the technology dependent child.

Pediizttic v. Elderly Case Management

There are many differences between case management for pediatric clients and that for
adults and elderly clients. The following chart outlines these differences.

Thank for the opportunity to participate in this Conference.
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I CASE MANAGEMENT: PEDIATRIC AND ADULTS/ELDERLY CLIENTS*

.’ ’r

PEDIATRIC CLIENTS

Care givers are under tremendous burden and need
great amounts of support.

ADULT/ELDERLY CLIENTS

Normal care giver burden.

Complex cases involve many agencies and multiple
case conferences.

Fewer case conferences.

Clients are in caseload for an extended length of
time, up to two years or longer.

Short length of stay for adults, one to three months.
Elderly clients are in caseload for six to eight
months.

Home care costs are very expensive; average HHCP Less expensive clients; average HHCP cost per year
cost per year is $7,693. is $2,923.

Clients have very high tech needs and require case Clients are less acutely ill. Great variety of clients.
management by very experienced staff. Majority of Require staff with a more generalized background.
clients have pulmonary problems.

Medically complex and very fragile clients require Most clients require monthly contact, with a few
frequent contact, sometimes daily. needing more help such as after hospital discharge.

All families need respite care for their children and Clients need a variety of services including
some require equipment, supplies, or therapies. intermittent nursing, supplies, or equipment.

Team has 70 cases. Team has 100 cases.

* Dr. George Delavan, Utah Department of Health.
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CASE MANAGEMENT FOR THE HOMELESS

Deborah McMillan, RiSW

Ms. McMillan is Director of Social Services for the Philadelphia Health Management
Corporation.

Overview of PHMC

Philadelphia Health Management Corporation (PHMC) is a private non-profit
corporation, which was incorporated in 1972 with seed funding from the Federal government.
PHMC’s goal is to improve the delivery of health care and social services in the Delaware
Valley through research, program management, and direct provision of services. A twenty-one
member Board of Directors representing key leaders in the region’s health care community
governs PHMC.

For the past ten years PHMC has increasingly become involved in the provision of direct
services to at-risk populations including the homeless. PHMC currently manages projects which
provide health care and social services to homeless persons.

PHMC’s homeless program includes services rendered by:

l Health Care for the Homeless Project,
l State Case Management Program,
l The United Way Homeless Families Initiative, and
l NIDA Aftercare Project.

DejXtion of Case Management

The National Association of Social Workers’ standards for case management, developed
in 1984, define case management within the framework of generic social work practice with
functionally impaired individuals and their families (National Association of Social Workers,
1984). This view of case management recognizes that a trusting and enabling relationship is
needed to expedite the utilization of services along a continuum of care and to restore or
maintain independent functioning to the extent possible. Case managers are viewed as being
engaged in a process of continual assessment, planning, evaluating, and monitoring as clients’
needs change and resource demands fluctuate.

Case management is viewed as a means of overcoming the complexity and fragmentation
of service systems and of reaching the inadequately served, chronically and severely disabled
population. It is a shared function, requiring accountability, program evaluation, development
of resources, social action, and a supportive agency environment.

I
I
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Health Care for the Homeless Project

Since 1985, PHMC has directed the Health Care for the Homeless Project. Through this
program, primary health care services, case management, and referrals to medical and social
service providers are provided by multi-disciplinary, mobile teams of nurse practitioners,
community health nurses and social workers at shelters, feeding programs, and day programs
primarily in Center City Philadelphia. Since its inception, the overall goal of the Health Care
for the Homeless Project has been to improve the health status of homeless persons by
improving their access to primary health care, drug and alcohol treatment, mental health
services, and specialized medical care in order to increase their ability to return to the
mainstream of society -- by having permanent housing, stable employment and access to needed
social supports.

In 1989, the Project saw approximately 10,000 clients and provided them 25,000 medical
and social service contacts. Currently, approximately one-third of clients served are members
of families.

Case Management Progmm

The Case Management Program, funded since 1987 by the Pennsylvania Department of
Public Welfare through the Homeless Assistance Act, provides intensive case management
services to homeless clients in Philadelphia. The following groups are targeted for services by
this project:

l Dysfunctional families,
l Homeless people on the street,
l Persons who reject the system,
l Young adults - ages 18-22,
l Long-term shelter users (for one year or more), and
l Substance abusers.

The overall goal is to provide intensive case management services directed at addressing
the myriad needs of the homeless in order to increase self-sufficiency. Program staff work with
homeless clients to help them break the cycle of homelessness by establishing a caring
relationship with a skilled case manager who can access services, provide social support, and
follow up on the clients’ progress.

United Wav Homeless Families Initiative

In 1988, the United Way of Southeastern Pennsylvania funded PHMC to manage and
evaluate its three-year demonstration project, the Homeless Families Initiative. The goal of this
Initiative is to assist 100-200 homeless families with dependent children in regaining
independence and stability in the community through intensive case management and by
providing supportive services.
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This case management model is based on the premise that families in need of assistance

have complex interrelated problems which must be addressed in a comprehensive and
coordinated manner. Without a case manager, families with interrelated problems in a
fragmented social service delivery system may only receive some of the services they need.
Case managers also serve as advocates for families as they maneuver through each system, and
provide counseling to enable families to overcome dependency.

Each case manager maintains a caseload of ten families. Because of this small caseload,
each case manager is able to work closely with families on defining and achieving the objectives
of the service plan, and provide additional support and assistance to the families after they have
moved into housing. There is at least one face-to-face contact made with each family each
week.

Case managers work to develop a supportive relationship with the family so that a parent
can pursue goals in an atmosphere of consistency and respect. Supportive services to homeless
families include a comprehensive range of services aimed at returning individual families to the
most independent life situation possible. These services continue after the family has left shelter
and moved into permanent housing. Our model is intensive case management, including
assistance in:

0 obtaining long-term housing,
0 obtaining income assistance,
l identifying educational and employment goals,
l planning appropriate steps to achieve goals,
l obtaining needed health care,
0 developing peer support groups,
l obtaining day care and parenting skills,
l supporting children in achieving age-appropriate physical, emotional, and

academic development, and
l obtaining those life skills necessary to stabilize the family environment.

Because of the complex problems faced by homeless families, an extended period of
intervention is required. Many of these families have never lived on their own and lack the
skills necessary for independent living. Case managers are intensely involved with the family
during the period of transition from shelter to permanent housing, but also continue their
involvement with the family following placement in housing in order to provide the support
necessary to prevent the family from becoming homeless again.

Services which are not readily available can be purchased for individual families through
a special pool, the Family Assistance Fund. Monies have been allocated to each family moving
into housing so that the basic needs of the family, which include bedding, linens, furniture and
appliances, are provided.

Families with at least one dependent child under the age of 18, or a pregnant family
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member, who are currently residing in or using the services of an emergency shelter or boarding
home, are eligible for acceptance into the program.

In spite of the families’ many needs, between May 1988 and August 1989, the Initiative’s
clients have accomplished many goals related to becoming self-sufficient.

NIDA Aftercare Project

This project is a five year grant from the National Institute of Drug Abuse to conduct
an aftercare program for recovering homeless women and their children who are entering
independent housing. The purpose of the program is to reduce the incidence of re-addiction
among these women, improve their mental health and social functioning, and enhance their
social and economic stability.

The women in the program are recruited from residential drug treatment programs, and
public and private shelters in Philadelphia. Each participant who agrees to participate in the
program receives case management services for a period of twelve months. Case managers
provide bi-weekly visits to the families, which includes individual and family counseling,
referrals and advocacy. They develop and implement service plans to achieve the family’s goals
of continued sobriety and independence. They assist the women in obtaining needed health care,
improving their parenting skills, obtaining income, preparing for employment, and acquiring life
skills necessary to stabilize the family environment.

I
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Women are randomly assigned to a peer support group which meets weekly.
Preliminary data on the progress of the women towards their goals, as a result of the intensive
intervention they receive, indicates that 30 out of the 69 participants are enrolled in
educational/vocational programs. Twelve women have enrolled in GED programs. Six women
are working full time, and ten are working part time.

Intensive Case Management Model

PHMC employs various case management models
populations. Each model includes the basic elements of
assessment of needs, goal planning, referrals and advocacy.

to meet the needs of divergent
case management which include

Basic to this model is the incorporation of a philosophy of empowerment. Empowerment
is defined as a process whereby the social worker engages in a set of activities with the client
or client system that seek to reduce the powerlessness, often created by negative valuations based
on membership in a stigmatized group.

The empowerment process is based on the development of an effective support system
for those who have been blocked from achieving individual or collective goals because of the
severity or complexity of the personal, social, and economic barriers they have encountered.
Therefore, the case managers focus on the following:

IIA-47



l Helping the client perceive themselves as a causal agent in achieving a solution
to their problems.

l Helping the client perceive the case manager as having knowledge and skills that
the client can use.

l Helping the client perceive the case manager as peer-collaborator or partner in the
problem solving effort.

l Helping the client perceive the “power structure” as having varying degrees of
commitment to the status quo and therefore open to influence.

The initial phase of case management begins with an assessment, whose purpose is to
understand the client, particularly the client’s circumstances, strengths and needs. The case
manager must understand the client in the context of the client’s interactions with the external
world. The assessment includes: an appraisal of the client’s needs and the resources of the
client’s informal supports, including family members; an understanding of the impact and
consequences of homelessness and possibly, implications of substance abuse for the client and
the client’s family; and an understanding of the client’s preexisting problems and specific
behaviors; and an estimation of the client’s ability to become increasingly self-sufficient and
independent.

On the basis of this assessment, the case manager develops a family service plan that
incorporates the client’s expectations and choices and delineates clearly agreed upon short and
long term goals. This plan is reviewed and amended every three months. The bulk of the case
management process is devoted to implementing the plan by arranging for a continuum of
informal and formal services, including individual counseling.

Equally important is linking the client to the complex service delivery system. As the
plan is being implemented, the coordination and monitoring of services helps ensure that clients
receive appropriate services in a timely fashion. Because many clients are involved with several
agencies, regular efforts need to be made to coordinate the services received to ensure continuity
and reduce duplication. Services are monitored through reports by the client and through the
observations of the service providers.

The case manager also serves as an advocate for the client so that they may receive their
entitlements and obtain needed services. The case manager often has to act as an advocate to
ensure that services are delivered, gaps in services are identified and filled, the individual’s
needs are recognized, and the client is not prematurely discharged by the service providers.

Early termination of clients may be initiated by clients who repeatedly fail to keep
scheduled appointments with the case manager or adhere to the agreed upon service plan.

I
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Important Progmm Considemtions

All of the case management programs described above are funded by different sources,
and thus are subject to various constraints -- total grant amount, the amount of staff which could
reasonably be used to provide direct services, administrative overhead, and research and
evaluation requirements. The goals of the program greatly influence the staffing arrangement
and operation of the program. For instance, the health focus of Health Care for the Homeless
requires a medical focus whereas NIDA funding requires a focus on the needs of recovering
women and their children. The design of each of these programs is constantly evaluated to
assess whether the needs of the target population are being met as efficiently as possible.

The sheer magnitude of the problems of the homeless in a large urban area necessitates
a program which can serve large numbers of people. However, smaller programs are able to
provide intensive case management services to smaller numbers of people.

Team Concept. Most of these programs include a team concept because the interrelated
complex problems faced by the homeless population require a multi-disciplinary approach. The
Health Care for the Homeless Program has used a nurse and social worker as teams in various
shelters. The State Case Management Program’s team includes the drug counselor, shelter
manager, PHMC staff, and OSHA worker.

StaRTraining.  The training and orientation of new staff includes basic elements which
serve as a foundation of information and skills which are needed in working with all homeless
populations. The initial orientation occurs over a period of five days. Ongoing training sessions
are held on a monthly basis and are conducted by PHMC staff and specialists in various
agencies. Training includes counseling techniques, goal setting and planning, domestic violence
training, AIDS training, parenting training, overview of the shelter system, and health and social
problems of the target population.

Most of the staff are college graduates with undergraduate degrees in social work and
related fields or master’s level social workers and nurses.

Caseload  Size. Caseload for all programs are relatively small compared to the caseloads
in public agencies. The caseload ranges from 30 for the HCFTH program (30 contacts with 30
different individuals) to lo-15  families for the Aftercare project. The smaller the caseload, the
more effective the work in moving the client forward toward meeting his/her goals. However
the luxury of small case-loads is not always possible due to financial constraints and the large
numbers of clients who need the services.

The complex interrelated problems faced by homeless individuals and families
necessitates an intensive case management model where possible so that the root causes of the
client’s problems can be addressed. Often these problems are based in early physical and sexual
abuse and drug and/or alcohol addictions. Many of the homeless are disenfranchised by the
larger system and have given up hope for changing their lives. Developing a caring trusting
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relationship with the homeless is the key to progress and breaking the cycle of homelessness.

Lack of A$ordable  Housing. Since 1980, the supply of low-income housing units in the
Nation has declined by approximately 2.5 million units while the Federal budget for low-income
housing has been cut by more than 60 percent. The lack of affordable housing is the direct
result of two concurrent forces: the number of low-income families increased while the supply
of available affordable housing for low income families decreased. Economic forces in the
private sector and cuts in Federal funding for public housing exacerbated the situation.

The following statistics underscore the magnitude of the problem in Philadelphia.

Between 1970 and 1988, the proportion of total income that black renters in Philadelphia
paid for rent more than doubled, from 22 percent to 53 percent. At the same time, public
assistance allowances fell by almost 50 percent from earlier levels. By 1988, the median
monthly rent for a family of three was only slightly less than the total AFDC allowance for a
family of that size. Families unable to find affordable housing were forced to share housing,
often leading to overcrowded conditions and strained family relationships.

Today, at least 100,000 low-income households in Philadelphia are paying more than half
their incomes for housing. If housing for these households were affordable (30 percent of
available monthly income or less), families would be able to meet their other basic needs.

fl Unfortunately, the supply of subsidized housing in Philadelphia cannot meet overwhelming
demand. Currently, the average waiting time for a Philadelphia Housing Authority unit is nine
years, and the list includes 26,000 families and individuals. There are only 34,000 subsidized
housing units in Philadelphia for an estimated 195,000 renters who need housing assistance.

Poverty. Social and economic changes over the past 20 years have affected every
American, but none more than the poor. Minority women and children have been particularly
hard hit. Poor urban minorities are especially vulnerable to homelessness due to changes in the
economy since 1970, which have resulted in sharp increases in joblessness and poverty. In
particular, the number of female-headed households living in poverty has increased dramatically.
This “feminization of poverty“ has produced an enormous increase in the number of children
who grow up in poverty and in single-parent households. For example, a black child in a poor,
female-headed family face an average of 12 years of continuous poverty.

Similarly in Philadelphia, persons living at incomes below the Federal poverty level have
become more concentrated in the city in the past decade. In addition, female-headed and black
households are now more likely to be poor than white households. Members of female-headed
households account for almost two-thirds of persons living in poverty. As the poverty rates
increased, welfare expenditures and the number of welfare recipients decreased substantially.

This trend toward increasing poverty among families has caused a concurrent increase
in family homelessness. Further, these economic trends, which have been exacerbated during
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the current recession, point clearly to even more poverty and homelessness among families in
the foreseeable future.

The mobility of the homeless population is also an important factor. The shelter
residents are mandated to conform to a shelter protocol which is a uniform guide of rules and
regulations.  Failure to comply to the protocol GUI result in eviction from the shelter. However
in some cases the individual or family may be placed in another shelter. Staff must be prepared
to “lose”  a client unexpectedly while in the midst of working with the client on a particular goal.
Therefore, there is a need to have a sharply focused case management program which is time-
limited and develops short-term goals which are achievable. In addition, it is critical to
empower the client to procti with his/her goals when they are no longer in contact with the
case manager. \

Limited Resources. The material and concrete needs of the clients are great, and there
are shrinking resources in the community to meet these needs. Many of the women have never
lived on their own before. The case manager must spend a great deal of time helping clients
develop household and money management skills. The clients are required to save a portion of
their income while in shelter, but they often do not have enough money to adequately furnish
their new homes and apartments. Often, clients have not learned to comparison shop or
“bargain hunt” and as a result, spend too much of their limited resources on overly expensive
household items.

Role of the Ca.~e  Manager. In light of these barriers, the case manager assumes various
roles. These different roles require a broad range of interpersonal, communications and
management skills. For example:

As an individual who establishes limits, the case manager must assess and
respond to inappropriate behavior of clients, challenging manipulative behavior
and communicating limits. This helps clients to feel safe and begin to deal
constructively with their problems.

As an advocate, the case manager must help the client access often limited
services. A client may lack assertiveness and basic skills needed to negotiate for
services from community resources.

As a service coordinator, the case manager can ensure that services are
coordinated and that there is continuity of care. Often, the client may need a
service plan that involves a variety of activities and services.

As an educator, the case manager helps the client acquire new knowledge and
specific skills, including budgeting, life, negotiation, vocational and parenting
skills. The case manager can teach the client directly, provide role model
behavior (e.g., parenting), and identify and obtain other psychosocial or
educational services.
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Overall, as a counselor, the case manager provides an ongoing relationship to initiate and guide
a process to improve a client’s functioning and well-being.

Overall Effectiveness

Case managers are constantly involved in advocating for the needs of their clients with
other systems which impact on their lives. These systems are the public assistance, housing,
drug and alcohol programs, child welfare, court system. It is often through these advocacy
efforts that the clients receive the services that they need and that are mandated for them to
receive. It is surprising what a phone call from a social worker can do when dealing with a
bureaucracy!

Although individual case managers have been able to get things done expeditiously on
the behalf of their clients, the total system has made few changes to meet the needs of this
population. In Philadelphia there are ad hoc committees which focus on the drug and alcohol
issues which impact upon this population and the needs of homeless children.

Some changes have been made. Change, however, has been slow and less than
adequate. Case management has been successful in maneuvering the system on behalf of
individual clients -- but has failed to make substantial changes in the system.

/I In closing, however, I am very pleased to observe that intensive case management (i.e.,
small caseload, frequent contacts) has proven to been effective in helping families and
individuals to break the cycle of homelessness and moving them along to become independent
and self-sufficient. Through a recent follow-back survey, it was refreshing to be able to call
families after a year and find that only six of 150 families had returned to the shelter system.
Our follow-back findings suggest that intensive case management can be an effective model for
improving the lives of homeless people.

Thank you.
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CASE MANAGEMENT FOR PERINATAL PATIENTS

Tanya Pagan Raggio, M.D.

Dr. Raggio is Medical Director of Primary Care Health Services, a communiq  health
center and a Comprehensive Perinatal Care Program grantee. She also serves as the
medical consultant to the Pittsburgh Healthy Start Initiative.

I say “good afternoon and buena to you“, because one of the things that is very
important to me, in terms of case management and taking care of the women and children, is
our language barriers. In Pittsburgh, this is not a problem, because our predominant emerging
majority population is African American. But as many of you know all too well, in other areas
language as well as the cultural aspects of caring for our patients becomes very important.
Literacy directly impacts how many patients and families our case managers can serve
effectively.

High Infant Mortality

As you know, our city has been on the news the past couple of days because we
transplanted a baboon liver into a man. When people think about Pittsburgh, they think of a
very high tech city. We have a women’s hospital, McGhee  Women’s Hospital, which is one
of the finest in the country. They do 10,000 out of 17,000 deliveries a year. They can save
just about any baby as long as that baby is close to 26 to 28 weeks. But in the midst of our
beautiful city and even when we are able to do such transplants, we have one of the highest
infant mortality rates in the Nation. What makes us very unusual though is that the relative risk
of black to white infant mortality is 4.5 to 1 while nationally it is 2 to 1.

At the doorsteps of our university that does such wonderful transplants and is able to
save our babies and save our women, we have a community that has one of the highest infant
mortality rates in the city and in the county. This is very reminiscent of a beautiful passage in
BZa&s in Science which talks about the Mali city of Jenne during the 12th century where they
could remove cataracts, and yet within a half a mile, villagers would go blind. That is the same
type of problem we now face in taking care of women and children in our city.

Bringing Care to Women

Be that as it may, our community health center actually has eight sites throughout the
county. We have one in Homewood and others in Lincoln Park, McKeesport,  Rankin,
Manchester, West End, and Sheridan. We also have two school-based health centers that are
particularly important for us since we have one of the highest teen pregnancy rates. If you look
at our Healthy Start project area, these teenagers have the highest low birth-weight rate as well
as the highest infant mortality rate. By having these school sites, we are able to reach them a
little bit more easily and case manage them a little bit better -- by going to where they are.



We also have a mobile van that we are very proud of that goes into housing
communities. This mobile van was a joint project with our mental health/mental retardation
program. We provide case management and outreach services to women who are at-risk for
HIV infection. What we found in our city is that if we put “HIV Outreach” on the van, patients
are not going to come. So by linking with us and our primary care services, we are able to
reach women who are at-risk for HIV. Our own nurse practitioner for prenatal care and well-
baby care jointly manages cases with the Allegheny County Outreach Program -- an HIV
program.

Community Demographics

The communities we serve have the highest low-birth weight rates, the highest late entry
rates into prenatal care, and the highest infant mortality rates. The average income for families
is $15,000 or less. As you know for a family of four, the poverty rate is approximately
$13,000. This is meaningful to us, because in our county the average income rate is $25,000.
One of the factors with which we must cope is that many families are not quite eligible for
Medicaid and are uninsured. Most of patients, however, are on Medicaid.

Whose Priorities - Ours  or the Patient?

One of the first things that we have found in trying to follow our women and provide
n them excellent care is that we have to look at what their priorities are versus what our priorities

are. The Conference Background Paper, “Case Management Studies for Special Populations”
referenced Reaching Mothers, Reaching Infants: The Content of Prenatal Care. This study
presents two excellent tables that compare how physicians or caretakers rank the necessary
services or what we perceive as the core services and supplemental services, and what the
patient’s or family’s view is. Very frequently, their views are the opposite of ours.

If you want to reach these patients and their families and be able to case manage them,
we must understand the perspective they are coming from. Even though in your mindset  you
know what the most important elements are in terms of your grants or what your outcomes
should be, the patient’s perceived needs should be taken into account if we are to be effective.

Who Can Case Manage?

Our social worker developed and now coordinates our prenatal classes. I say that to you
because you want to be very careful about the guidelines you develop in terms of who does what
so you don’t limit your possibilities. In our State, when Healthy Beginnings Plus, our
comprehensive perinatal Medicaid program, was implemented, the original guidelines had only
nurses as case managers or care coordinators. This signals a need to look at your community
resources, know what is out there, and know what is coming down the pike. The CHCs
throughout the State got together as a group and said “No!” The case managers or care
coordinators could be either nurses or social workers, because depending on your circumstance,
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one or the other would be appropriate. The State officials listened and followed through on our
recommendation.

It is important to note the original reason why they did not think to include social
workers: the comprehensive prenatal care program that they were putting together was hospital-
based. So the thought of there not being a nurse did not cross their minds. But for many of the
women we serve, a nurse may not be available. You must look at all the different people, with
a variety of skills, who could possibly do the same job.

Our Case A4anagement  Team

I am really .a little bit embarrassed to bc talking to you about case management because
I am not the case manager -- but I helped develop the program. Our team consists of a
wonderful nurse -- Mary Ann Kirby, a social worker -- Debra Robinson, and a very fine
outreach worker -- Barbara Olcu. They work together with our Director of Clinical Services,
Janet Morris, and our psychologist because we find that our women’s needs are a combination
of medical, social, environmental, spiritual, and mental health needs.

Now, how do we actually case manage our patients? Let me walk you through the
process and describe our patients. A typical patient for us might be referred by herself, by a
neighbor, by the outreach worker who does what we call internal as well as external outreach.
I say internal versus external because our main site is a very large site. Many of the women are
referred to our case manager or care coordinator by the WIC staff. That is often their first entry
into the system. Sometimes they come in through our social worker.

One other way is through me, as their child’s pediatrician. A woman might come in
with her baby for an immunization, and she says, “Dot,  I have not had my period in a couple
of months. ” This woman may have just came out of lock-up, might have a device around her
ankle because she is part of a home-arrest program. She also might have been in lock-up
because of drugs and alcohol. As we talk, I learn that she abuses alcohol, has hepatitis, and
previously lived with someone who was a crack dealer. This is a typical patient that I am
sending to my CPCP nurse and social worker. We do not have HIV funding, but this is a
women who is at-risk for HIV. This women illustrates both the social and medical needs of
most of our patients.

Our nurse does an intake and tries to determine what are the patient’s medical and social
needs, and she tries to get a brief nutritional profile because many of our women are anemic.
I do not care what I read, the women in our center have an average hemoglobin of about 11,
and it is not because they have thalassemia. It is because they are nutritionally deficient,
whether they are obese or underweight. The nurse usually gets them on prenatal vitamins and
tries to get them to see the nutritionist that same day, immediately fills out her WIC papers, and
gets an appointment with the OB within two weeks. It has to be done that way or else it will
not get done. This initial screening is frequently done in tandem with the social worker since
the patient might have a housing problem, or other basic needs that should be addressed.
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:- Our outreach worker along with our nurse usually try to do a home visit within two
weeks, and that is sometimes easier said than done. If the woman shows up for her
appointment, it is no problem. If she does not, she receives a call. If our case managers cannot
get the woman at home, then there will be further outreach -- a home visit.

The team meets weekly and discusses different cases. This team soon realized that the
only way to get our women and their family members into prenatal classes was to hold the
prenatal class just before OB clinic. A lot of people are coming now, because they can come
with their families -- their children and/or their partners. So our case managers can relate not
only to the pregnant woman but also with her family. Sometimes prenatal counseling is one to
one, but often it is group prenatal classes.

Sequencing services proved to be very important. For example, women seeing another
OB on a different day were a little bit jealous so we had to set up a second prenatal class. But,
this takes time and resources. We even offer snacks at these classes. During the first year, we
really did not have a lot of patients coming to the prenatal classes. Now we do -- a measure of
our success in reaching and caring for women.

Expanding Resources

We are currently seeking to expand our case management program to our other sites.
/? I think we may be able to do this in conjunction with our Healthy Start core team. This core

team will truly be a marriage between the health department and the community health centers -
- and permit us to expand capacity and provide greater continuity of care.

Thus far, we have found that while we did a very good job following the women
prenatally and did pretty well for one month post-partum, follow-through with the babies over
their first year proved to be very difficult. Through our expanded comprehensive care programs
and Healthy Beginnings Plus, we should have been able to provide greater care continuity. One
of the major problems, however, was that Medicaid would not allow our health department to
provide home health nursing and home visits. That was a big mistake, because they had the
experience.

We are now negotiating with visiting nurse services to provide home care services.
Traditionally, at least in our county, VNS is not accustomed to treating noncompliant patients -
- and our patients are frequently noncompliant. After two to three visits, they won’t go.
Greater efforts are necessary as we attempt to match our “provider” expectations with those of
our patients.

Between the health department and ourselves, we tried to look at our strengths and our
weaknesses. Our strengths are in providing community-based care and home health care. Thus,
our core team for Healthy Start will consist of a nurse-case manager-educator who serves as a
care coordinator. Education will play a very important part in the Healthy Start program, with
prenatal education on pre-term labor, low birth-weight, and other health issues important for
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pregnant women. The team will also include a social worker and specialists in mental health
and substance abuse.

We are inundated with women who have alcohol problems and mental health problems.
We also need to expand our WIC capacity. We are able, once they come into our center, to
certify these women, but we have women that are coming very late into their first trimester.
In addition, we are trying to have a Medicaid eligibility worker outstationed at all our sites,
because we continue to have women who do not realii that they are eligible for Medicaid.

Evaluating Outcomes

The major goals are to decrease infant mortality and low birth-weight through the
Comprehensive Perinatal Care Program grantee. Even before Healthy Start, we realized we had
to reach these women pre-conceptually and prenatally and follow these babies at least one month
post-partum. Upon receiving our grant and being able to case manage our patients better, what
we have found is that we can case manage and provide outreach, and that these activities
overlap. It was very interesting in the conference background research materials how outreach
and case finding are separated from case management, patient education, and counseling. There
is no way for them not to overlap.

I want to conclude by saying that what we try to do is to monitor our program by having
internal evaluations and by tracking our patients. When a woman first comes in, a card is set-up
for her appointments. If she is referred to the hospital for ultrasound, for example, we check
to see if she has followed-up with that and other services. She and her baby are tracked until
one year post-partum. In addition, our outreach worker, in conjunction with our care
coordinator (our case manager), administer pre- and postnatal surveys to obtain feedback on
what women thought about their services and care.

As you reach out to more women who are high-risk, who are substance abusing, and
who are HIV infected, what you are actually going to find initially is a decrease in the percent
entering care during the first trimester. Eventually it will increase, but initially it is going to
decrease -- because you are case-finding the most difficult to reach women. Once you find and
case manage these women, the post-partum returnees will increase and your retention through
delivery will increase. Continuation of your program, whether it be funded through a CPCP
grant, other grants, or Medicaid, is dependent on evaluation and outcome. When you look at
outcomes for your patients who are being case managed, you may have to look at some very
indirect indicators of effects, such as are they are coming for care, or for women, are they
following up with family planning.

I look forward to working with you over the next couple of days as we address these
important case management design issues.
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CASE MANAGEMENT FOR AIDS AND HIV POPULATIONS

Anita Vaughn, M.D.

Dr. Vaughn is Medical Director of the Newark Community Health Centers.

The Newark Community Health Centers (NCHC) initially provided HIV case
management in 1988. Finally, after several years of begging the State Department of Health for
funding, we had to thank Dr. Sam Matheny for additional funds to provide case management
to our HIV infected patients. Prior to that time, State officials would come to do their usual
survey of HIV services that we provided on site, pat us on the back, and say that we would not
receive any supplemental funds for these activities.

.

Philosophically, our health centers’ administrators decided that we would integrate HIV
services into our already existing medical services. All too often, HIV infected patients, their
families, and significant others have been isolated in their daily lives. Our goal was to break-
down these barriers through active advocacy -- while the patient was at our facility, in the
hospital, or in the community.

High Cost of AIDS/HIV Care

Due to the labor intensity in both the medical and psychosocial arenas, caring for the
HIV-infected patient and his/her family was at the expense of other health center patients. Our
laboratory bill increased from an average of $15 annually for a normal adult patient to at least
$2500 for a HIV-infected patient who obtained a HIV panel of tests every 6 months. The
majority of our HIV-infected clients had immune deficiency parameters at very low levels. On
average a HIV-infected patient required at least 6 times the number of medical and/or
psychosocial health center visits as our HIV-negative patients.

Expanding HIV Case Management Services

Health center providers had delivered HIV services both on an ambulatory and inpatient
basis since 1987. Heretofore, we had to strain the social worker to provide emergency
supportive care at 6 PM on Friday night. As a result of the Newark Community Health Centers
receiving a Robert Wood Johnson/HRSA demonstration grant, our HIV case management staff
was able to recruit a MSW social worker and a health educator.

During the infancy of Newark Community Health Centers’ HIV delivery system, we
operated under a medical model. When case management system was in place, we were able
to have a union between the medical model and the psychosocial service model.

In 1989 our health centers, along with Economic Opportunity Health Centers in Miami
and Morris Heights Health Centers in the Bronx, New York, were the recipients of pilot CDC-
HRSA demonstration grants to provide HIV prevention and treatment services in community
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health centers. As a result of this funding, we were able to expand our HIV case management
services. Additional staff members included a social worker, substance abuse counselor, health
educator, secretary, dietitian, part-time psychotherapist (who provided on-site individual, couple,
family, and group counseling), outreach worker, transportation driver, and HIV counselor
stationed at both of our two major sites. Also, a part-time internist was hired to manage the
inpatient HIV service along with the medical director. Often the census was as high as 20
hospitalized patients per day, with stays of several weeks.

Avaihzble  Medical Services

On-site HIV medical services include pre- and post-test HIV counseling and testing, risk
assessment of all health center patients, chest x-ray, and laboratory studies. These laboratory
services include a CD4, CDS, CD4KD8  ratio, Hepatitis B and C serology, CBC, SMA 26,
PPD and Anergy Panel, VDRL, U/A with micro, Serum Toxoplasmosis, Serum
Cytomegalovirus, and Herpes antibodies, PAP and cervical cultures for gonorrhea, chlamydia,
and human papilloma virus.

HIV-infected patients are followed on-site when antiretroviral therapies and Pneumocystis
Carinii prophylaxis.are  instituted. Also, our patients have participated in on-site clinical trials,
because the health center has been a Community Program for Clinical Research on AIDS,
through the Clinical Directors’ Network in Region 2. Within the last year, we have also
participated in several clinical trials for HIV-infected women through the State Department of
Health and the University of Medicine and Dentistry of New Jersey.

Developing Subspeciulty  Referral Resources

During 1988, Newark Community Health Centers strengthened its linkage of
comprehensive primary HIV care services with our affiliation with the Newark Beth Israel
Medical Center. Beth Israel recently hired an HIV Services Director and opened its Infectious
Diseases clinic. A bi-directional referral system is now operational.

As Medical Director of the health center, I struck a deal with the hospital. The health
center physicians would attend to the primary care needs of HIV-infected patients and the
Infectious Diseases clinic subspecialists would serve as consultants. If an infected patient
presented to the emergency room and requested to have a private physician upon admission, the
patient was admitted to my service instead of being dumped on the Infectious Diseases’ clinic
staff. However, I expected that subspecialists would be available whenever the health center
physician needed their expertise -- even at 2 AM.

If a patient does not have any health insurance, case managers from both institutions
collaborated to facilitate a patient’s access to medical coverage if he/she was entitled to it. I’m
happy to report that this CHC-hospital marriage has worked well for the last 4 years.
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Advocacy at State and Local Levels

Upon receiving the CDC/HRSA funding, the New Jersey State Department of Health
discovered Newark Community Health Centers. On a positive note, we received additional
funding from the state to augment the federal grant. Through the state grant, health center
patients who had no medical insurance and could not afford to pay for substance abuse treatment
could receive a voucher which paid for 3 months of drug abuse treatment.

Our case managers have been active members of the statewide, truly collaborative, HIV
case manager consortium. The overwhelming numbers of HIV-infected patients in our state, and
the Newark Ryan White Council has forced these case management and HIV service
organizations to cooperative even more within the last year.

Follow-Up Care

Newark Community Health Centers’ management team which includes the executive
director, medical director, associate medical director, nursing supervisor, fiscal director, medical
records and intake supervisor, as well as the case management team spent endless hours
developing our extensive computerized case management system. This instrument has been very
effective for mapping-out target dates for obtaining various services such as housing, medical
insurance entitlements, substance abuse treatment, and spiritual counseling. The clock starts
ticking within two days of the HIV-infected patient’s initial visit to the health center, and the
tasks must be completed before the ninety day review.

Evaluation has been very important. Each case manager is responsible for making sure
that appropriate referrals are made and checking to see if the patient actually went. If the patient
did not keep the appointment, then the case manager contacts the patient to ascertain why the
individual missed the appointment. Another appointment is arranged. Case managers have a
weekly meeting to discuss various clients and difficult cases. The team leaders review each case
manager’s patient panel.

The team leaders and the project director also meet weekly. Every two weeks, both
teams meet and discuss with the project director any outstanding problems that they have
encountered. Difficult clients or situations are presented to the quality assurance committee.
The HIV critical care team which includes the chairman of the board of our community health
centers, the executive director, medical director, associate medical director, nursing director,
project director, team leaders, case managers, inpatient physician, and the medical records and
intake supervisors -- who meet once a month to discuss systemwide problems.

Culturally Responsive Care

Our major site is located in the south ward of Newark, with African Americans
comprising 65% of our patients, Hispanics 33%) and whites only 2%. The other large site’s
users were 65% Hispanic, 33% African American, and 2% white.
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‘i n Newark Community Health Centers’ HIV case management system involves the direct

provision of most services which our clients require. We understand the patient’s problems and

1
are not judgmental because most of our case managers reside in the same community and are
ethnically the same as the clients. Our case managers, medical providers, and support personnel
are multicultural: African American, Hispanic, and Haitian. Also, we recognize the importance

I
of the extended family in the African American and Hispanic communities and utilize this
support system to assist us with patient compliance and social support.

Outreach. This year, we realized that we did a pretty good job of capturing patients who
were engaged in the medical system whether they were already our users, referred from the
hospital, substance abuse treatment centers, families, or other patients. However, we were not
reaching those individuals who were disenfranchised from society, for example, those who
frequented crack dens, the homeless who lived in welfare hotels, and those who truly lived on
the streets. To reach out to these groups, we have employed street outreach workers who go
out to areas where our staff dare not go or were not supposed to go.

This level of outreach complemented our on-site outreach worker who tracks missed
appointments and sends out letters to bring these patients back into the system. The street
outreach worker actually goes out to find the client and facilitates the patient’s return if the client
wishes to follow up.

Health Educution. HIV health education, not only for our users but for the community,

1”
has been another responsibility of the health center’s case managers and health providers.
Teams of our providers as well as HIV-infected patients volunteer to speak at various churches,
schools, and other civic organizations. During the last year, the case managers have been

~
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developing materials to promote HIV risk reduction behavior education and general health
education for people of low literacy both in English and Spanish.

Furthermore, the medical director has acted as a consultant for the AIDS Educational
Training Center at the University of Medicine and Dentistry in Newark, providing information
and education concerning the caring for HIV-infected patients to medical and health professionals
in the community and to medical students.

Intensity of Case Management

One of the dilemmas that we have encountered, was the constant numbers game battle
between the health center’s “administration” and the case managers. The centers’ management
team stressed that case managers should care for at least 9 clients per day to maintain sufficient
productivity to satisfy requirements of a federally funded health center.

Case managers, however, emphasized that their caseload mix was more complex,
including the psychosocial problems of HIV-infected clients and their families. They often had
to spend 4 to 6 hours with one patient, and thus, there was inadequate productivity for that day.
We are now beginning to recognize that case managers have to take whatever time necessary to
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help their clients obtain the services and supportive care an individual requires. Case
management for HIV-infected clients is very labor intensive.

Documentation of Care

Another problem is the struggle between delivering care and documentation. Each case
manager is required to enter data in our computerized HIV case management system. Often case
managers have to write hard-copy information for the patients, because various funding sources
require different types of documentation and different reporting formats. Many case
management programs receive funding from multiple sources, including separate Ryan White
Act authorities as well as state and private sources. It does not make sense, for example, that
Ryan White Title I and Title III require different documentation and datasets. Increasingly, we
find that there is a growing need for the Federal government and other funding sources to
develop a flexible, common computerized HIV reporting system.

Multiple Case Managers

Unfortunately, many of our patients have too many case managers in their lives. For
instance, one client had a case manager from the hospital, another from the substance abuse
treatment center, another from the state Medicaid waiver program, and another for her HIV-
infected child. Communication between various providers, coordination and if possible,

r‘ designation of who is the “lead case manger” or lead agency are essential.

Improved Quality of Care

Accessibility of HIV services including pre- and post- counseling, medical services,
psychotherapy, and support groups have improved for HIV-infected clients. Two of our larger
sites have been operational 8:30 AM to 6:30 PM five days a week and 9 AM to 4 PM on
Saturdays. Initially, 38% of our HIV-infected patients had no medical insurance when they
came to our facility. Our case managers have been very successful in assisting patients in
obtaining benefits for which they qualify.

Case management has definitely improved the quality of Newark Community Health
Centers’ HIV services. In 1990, we had 229 HIV- positive patients in case management.
Currently, our HIV case managers care for 473 HIV-infected patients and another 815 clients
who are HIV-negative but are high-risk. The case managers have enhanced the health centers’
ability to provide both comprehensive medical and psychosocial care to ever increasing numbers
of Newark’s HIV-infected and affected clients.

We have come along way, but there is still much to be done. I look forward to
discussing issues of mutual concern over the next couple of days.
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CASE MANAGEMENT IN AN INTEGRATED PRIMARY CARE
ANDSUBSTANCEABUSETREATMENTPROJECT

David Ley, MSW

Mr. Ley is the Coordinator of Integrated Care at the West Chicago Integrated Primary
Care and Substance Abuse Project.

I think I need to comment on the dubious privilege of being last on this panel. On the
one hand, I am sitting here, getting all these ideas and feeling very stimulated as I see my whole
speech decomposing in front of my eyes. Yet, I am full of ideas, and I want to talk forever
about case management. On the other hand, I am looking at this sea of faces pleading for
brevity so I will try to manage that pair of ducks and not gaggle on.

The West Chicago Integrated Primary Care and Substance Abuse Project is one of 21
projects funded through an ADAMHA/HRSA  initiative to provide coordinated services to HIV-
impacted substance abusers. The project links the services of three agencies: a Section 330
Community Health Center (Erie Family Health Center), a methadone treatment center (El
Rincon), and the West Side Field Station of a university based research/outreach program. All
three agencies came together to work with this population and began to integrate services even
before the grant came into operation.

This project serves an area that is predominately Hispanic, with a high incidence of drug
use and HIV-infection. Our project was designed to integrate medical, drug treatment, and
psychosocial services to meet the needs of drug users and their family members. This is a group
that is medically indigent, often homeless or marginally housed, and alienated from traditional
sources of care.

Services Under the Linkage Project

Erie Family Health Center, the lead agency, provides comprehensive primary care with
specialized services for HIV-infected and at-risk clients. In addition to medical care, on-site
mental health and substance abuse counseling is available. El Rincon Supportive Services
provides methadone and drug-free treatment and HIV education and support. The West Side
Field Station of the University of Illinois AIDS/IV Outreach Intervention Project provides HIV
education and outreach to active addicts in street locations. Clients also come to the Field
Station for research interviews, weekly support groups, individual counseling, and distribution
of food and clothing. A medical team from the Health Center provides weekly clinical sessions
at El Rincon and the Field Station.

Regionalking  Case Management

As you can see, we link a variety of services. We are also participating in another
exciting effort to regionalize case management under the umbrella of the Northern Illinois Case
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Management Cooperative which is a group of 30 different agencies, all providing AIDS services.
I also have the dubious pleasure of chairing this collaborative effort. We have been meeting for
three years, trying to put together a common set of organizational standards for case
management amongst these 30 different agencies, including hospitals, health centers, drug
treatment agencies, community based organizations, mental health centers, and social services
organizations.

The Cooperative was formed at the AIDS Foundation of Chicago as a HRSA Service
Demonstration Project to regionalize case management efforts and to collectively advocate for
increased access and availability of resources for people with AIDS. The Cooperative is
successfully implementing an AIDS Medicaid waiver for home care
Act case management funds, formulating a computerized data and
mounting advocacy efforts to maintain State AIDS funding and
treatment resources.

services, contracting CARE
assessment instrument, and
increase housing and drug

Our linkages have grown out of all of us -- non-physician professionals who have sat
with clients or at the end of phones with clients trying to figure out how to take care of very
basic needs. I think this is as old as the helping professions in that case management really did
start with people who could not take care of somebody by themselves, who needed these
linkages. We have talked a bit about why IV drug users and HIV infected people have been
restricted from services. I think that is getting better, but it is certainly an ongoing piece of the

p case management puzzle to find places where there are services that will take our clients and
treat them well.

Case Management Model

Case management is the linkage mechanism, building on the resources available through
our project agencies and services within the greater community. A team of 5 case managers
pursue the following goals:

0 Increasing access to necessary services provided by the project and other
agencies,

l Linking and coordinating services through a team effort with medical, drug
treatment, and mental health providers, and

0 Providing client support, counseling, and advocacy.

Our case management team is staffed by community-based individuals, some of whom
are ex-addicts. Two are located within the outreach programs and three
This team confronts daily the access barriers resulting from the short
resources.

Case managers provide HIV antibody test counseling, conduct an
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needs, offer crisis intervention services, and coordinate treatment planning and ongoing
assessment with providers. They also provide assistance with entitlement eligibility and help
clients secure home care, housing, and other basic needs. Equally important, case managers
provide logistical and emotional support in helping clients through the difficult tasks of
confronting major health crises in a milieu of poverty and dysfunction. Our case managers
provide individual, group, and family counseling in street, home, hospital, and project locations.

Case managers work as part of an interdisciplinary team which includes health care, drug
treatment, and mental health providers. This team meets weekly to discuss cases and broader
coordination issues, Case review is facilitated by a computerized data base which maintains
intake and on-going assessment data and sorts caseloads into three activity levels. These
organizational features allow team members to adequately manage large caseloads, often over
100 clients.

StMPng

Our project emphasizes in-service education, supervision, and other organizational
supports that promote professional competency and skills development. Individual and group
supervision, cross-training among disciplines, bringing in outside speakers, and supporting
conference attendance provide relief, refreshment and perspective to individuals performing a
very stressful job.

It is very important for attracting and maintaining a qualified and sensitive staff that they
have input into program direction and fulfill a variety of interesting role functions. Program
status, development, and procedures are reviewed in regular staff meetings, with feedback from
case managers being seriously taken into account.

One critical goal has been to streamline procedures so that case managers can perform
direct service functions without being overwhelmed by paperwork. The prevailing level of client
need demands that case managers are able to devote maximum time for client interaction and
fulfill their other functions without being setup for failure.

Barriers to Care

Many barriers exist for poor people, Hispanics, and IVDUs because they are not
accustomed to mainstream regimens of health and mental health care and are often alienated by
a history of negative experiences within traditional treatment institutions. The case managers
build client relationships through the Field Station’s, outreach networks and other community
connections. Having established a caring relationship and client confidence, they then are able
to bring clients into treatment at one of the project sites.

Access barriers are mediated by providing:

0 Transportation and accompaniment to appointments,
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l Active follow-up at home and street locations, and

l Intervention between providers and clients to resolve communication difficulties
that result from language differences, cultural unfamiliarity or insensitivity,
misunderstanding of treatment jargon and regimens, and client resistance or
manipulation.

Ongoing Challenges

On-going challenges are related to the struggle of coping with resource shortages, client
denial and/or resistance and requirements for evaluating the effectiveness of case management.
Resources, particuiarly  at the State level are being withdrawn. Advocacy efforts that have been
successful in some areas are soon necessary in others. These efforts are important but are
difficult for case managers to exercise with the increasing demands for direct service. Active
advocacy should address shortages in housing and drug treatment and State cuts in Medicaid,
prescription reimbursement, and home care services. However, these same factors contribute
to the increasing need for direct services and client outreach.

Client drug use and other poor patterns of health behavior have evolved over time in an
environment of family and social dysfunction. Interventions are difficult to manage and
sometimes even the most patient and protracted efforts are not successful. Case management
is continually challenged by the process of evolving new strategies to deal with difficult clients,
deciding where to focus efforts and how to be most effective. Ongoing skill development and
education for all levels of staff are necessary.

Program Evaluation

After three years of operation, the West Chicago Project has enrolled over 700 clients
in its case management system. Although outcome measures were not incorporated into the
project design, case management, provider encounter data, and case reports reflect an increase
in access, continuity of care, and coordination of services.

In a previously alienated community, awareness, accessibility and use of treatment
resources have increased. Case management has facilitated a dialogue between treatment
providers and the affected community. Providers have been able to see beyond previously held
stereotypes of poor people, Hispanics, and drug users. Clients are achieving a better
understanding of the complexities of good health care.

Case management has also accomplished coordination of services, by linking project
agencies and with other resources in the region. Three separate and autonomous agencies with
different organizational missions and treatment perspectives have formed a successful integration
of services. Participation in the Cooperative has increased actual resources, promoted

n
cooperation with case managers in other service organizations, and provided a forum for the
discussion of regional case management issues.
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More emphasis should be given to evaluating the effectiveness of case management and
providing technical assistance in conducting sound evaluations. Previous evaluations have shown
that there is a tension between access enhancement and care coordination on the one hand, and
cost effectiveness on the other. All three goals are interrelated and influenced by case
management. However, it is difficult to establish an evaluation that takes into account all
variables in an environment of intense need and shifting resources. It is the basic assumption
of case management that by promoting early intervention, assuring continuity of care and
minimizing unnecessary and duplicative services, a cost-benefit can be achieved. The Linkage
Project and the Cooperative would benefit from assistance in determining whether adequate
measures can be established to gauge our progress towards these interrelated goals.

I also want to emphasize that it is important that case management be a client-focused
effort. When I hear a phrase from HCFA that States are going to be given “flexibility to force”
Medicaid recipients into systems of care, I feel that this is a detached perspective and an
example of what happens when we get caught up in the tension between cost containment and
quality of care issues. First, if we start to force clients into a prescribed package, my clients
will not fit. Second, I know that if you employ people to try to force the client to fit into the
system that the good ones will quit, and the good features of our case management system will
disappear.

In closing, let me say that I think it is vitally important that we find some way to afford
all of these programs. The Linkage Program I am describing is incredibly expensive, and we
have had the luxury of a three year demonstration grant. Certainly, we have to find some way
to really rationalize what we are doing in terms of cost. We really need to do it together.
Thank you.
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COMMENTS

MS. LEWIS-IDEMA: I’d like to thank each of our grantee panelists for setting the stage
for tomorrow’s breakout sessions.

DR. SAL,OMON I am pleased to observe, att least in this environment, we are still able
to talk about cost-benefits and not just purely costs -- not only about what saves money or not,
but what really accrues from that expenditure.

MS. LEWIS-IDEA&: And along those lines, I would note that one of the panels on
cross-cutting issues scheduled for tomorrow is concerned with data and how to improve our
capacity to document the effectiveness of case management programs.

As moderator, I’d like to take the liberty to set the tone for tomorrow. I heard a number
of themes coming through today’s presentations that translate into guideline questions to think
about.

First is the goal of empowerment, starting with where the client is. When one thinks
about guidelines, one needs to think about how to translate this goal into a practical
recommendation for guidelines.

P A second theme is emphasizes flexibility in staffing. What types of staff are effective
case managers? Are staffing models similar across the special populations? I heard a great deal
of similarity among this afternoon’s speakers, for example, nurses and social workers, until
David Ley emphasized use of indigenous workers as case managers.

The third theme relates to the broad array of needs, medical, psychological and social.
Everybody uses an assessment process of some type that covers many of these areas of potential
need.

A fourth issue focuses on the question of whether or not case management should be
done by providers of direct services or whether it ought to be a separate agency. This is one
of the subjects for tomorrow.

And finally, there is the question of overlap between outreach and case management.
On this, I would ask a couple of related question that people can think about for tomorrow. Are
outreach and case management different functions and thus should be performed by different
staff? Or, are they so integrally related that they comprise the same service and should be
performed by the same individuals? It seems both views were being expressed today.

Thank you all for your participation, and I
consideration of various case management issues during
sessions. Until then, enjoy your stay in the DC area.

IIA-68

look forward to very constructive
tomorrow’s concurrent Expert Panel

MIX fkmciates



CONCLUDING AND SUMMARY COMMENTS

Marilyn Falii, PhD
MDS Associates, Inc.

Thank you all for working so very hard yesterday in the Expert Panels. This morning
is a feedback session devoted to summarizing the Expert Panel deliberations, including their
recommendations and issues that warrant further consideration. We will begin with reports from
each of the Facilitators and close Friday’s plenary session with summary comments from Dr.
Salomon and Mr. Lemer, representing the Division of Programs for Special Populations.’

In the feedback spirit, you will be pleased to learn that I have just gotten wonderful reviews
from so many participants who appreciated the opportunity to learn and share perspectives on
case management. The Facilitators were especially successful in forging rapport and
constructive learning circles. Our collaborative endeavor is a testament to good will and
commitment, not only to the potential of case management but also the Division of Programs
for Special Populations which continues to support your efforts to facilitate access to health and
social services by the Nation’s most vulnerable populations.

It will take a fair amount of time to digest what we have learned over the last three days.
This distilling process will ultimately result in a conference report. Having the luxury of moving
back and forth among the Expert Panels, I’d like to share several preliminary observations.

First, client-focused rather than categorical case management was a dominant theme.
An assessment of an individual client’s needs should be the basis for developing a care plan and
facilitating access to services. While categorical funding streams are likely to continue, greater
attention should be given to coordination among funding sources in prescribing more uniform
guidances, rules and reporting requirements.

Second, there appears to be far greater consensus than one would anticipate when
bringing together representatives from six separate categorical programs. For example, there
is substantial agreement on defining the scope of services broadly to encompass a wide range
of complementary services. Overall, there is a reluctance to over-professionalize and greater
reliance on paraprofessionals and community outreach workers, as well as volunteers and family,
who are culturally sensitive to the experience of clients.

Third, prevailing resource constraints continue to present barriers to effective case
management. If services are not available within the community or waiting lists are too long,
case managers are unable to fulfill their obligations to their clients. This has implications for

2 See Conference Report, Volume I, for summary discussion of the Expert Panels.

IIA-69

MIX I\ssociates



P
monitoring case management programs, evaluating the impact of case management on clients’
status, and assessing overall program performance.

A fourth observation is far more intuitive and theoretical. It appears that the six
categorical case management programs are at different stages in their evolution. Several
programs can be described as more “mature” (comparatively resource rich) while others might
be viewed as “emergent” (more reliant on less predictable grants and fewer resources to meet
the needs of their clients).

Within this typology, the “mature” programs have a longer history of Federal funding,
tend to be more medically oriented or apply a more medical model, and thus, tend to rely more
extensively on health professionals such as registered nurses as case managers. Clients share
a common health problem, such as pregnancy or a disabling medical condition that limits
activities of daily living. The major presenting problem is more medical than psychosocial.
Programs have substantial experience with the development of assessment instruments and care
planning protocols. Medicaid is likely to play a greater role in financing services, and as
consequence, Medicaid standards for case management must be taken into account in staffing
and designing services. Case management programs for technology dependent children, disabled
adults and elderly, and pregnant women fall within the so-called more “mature” category.

The second category encompasses the more recently designated categorical special
,m populations, and thus, can be viewed as the “emergent” case management programs. The

“emergent” programs are far more reliant on grant funds, often pulling together various grants
to support a single program. Funding is less stable and less predictable. While sharing at least
one categorical characteristic, clients are far more heterogenous and present a more complex set
of social, behavioral, and medical problems. Care plans are likely to be weighted towards the
psychosocial and welfare services. Primary health care or even specialized medical services may
be critical, but basic needs such as shelter and behavioral problems such as chemical addictions
or mental illness are likely to be given priority, at least initially. And, community resources and
willing providers for serving these clients are woefully inadequate. Case management programs
that target substance abusers, individuals who are HIV-positive and the homeless share these
characteristics.

In a categorical world this typology  may be somewhat useful. In the real world of case
management, however, clients’ needs are far more complex and diverse. For example, far too
many high-risk pregnant women are homeless, have a substance abuse problem or a history of
mental illness or have been diagnosed as HIV-positive. And, so we come full-circle to the
dominant conference themes: case management should be client-focused, and thus, we should
consider moving beyond categorical distinctions and categorical case management programs.

As we surface common expectations and common attributes across case management
programs for special populations, we can demonstrate more persuasively the merits of funding
more explicitly client-focused rather than categorical programs. We have begun a important

p dialogue which I am confident will continue.
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Patricia Salomon, M.D., Chief Medical Officer
Division of Programs for Special Populations

On behalf of the Division of Programs for Special Populations, I thank each of you for
your valuable contributions and for making this a very constructive conference on case
management.

I am pleased to extend my deep apprecation  to MDS Associates, particularly Marilyn
Falik, and her staff. This conference has been a wonderful learning experience for us all. MDS
Associates really contributed substantially by both developing a framework for addressing critical
issues and advancing the dialogue. As a consequence; we have a better understanding of case
management and issues we should take into account in supporting your programs.

Similarly, I want to thank each of our opening session speakers who so ably set the stage
by being thoughtful, informative and provocative: Katie Maslow, John Capitman, and Mike
Fiori.

And, I especially want to thank each of our Expert Panel Facilitators whose group
process skills were ably demonstrated within each of the break-out sessions. After yesterday’s
break-out sessions, we all recognize that this has been a working conference. So, each of you
as conference participants have made a valuable contribution.

Since the Division supports many of the Bureau’s new programs and initiatives, our work
is developmental. We learn over and over again that our best teachers are the people who are
actually providing services -- our grantees who serve special populations in communities, urban
and rural. Your innovative efforts are expressed in your project plans. Now, we have had an
opportunity to work collaborately and merge our ideas. Over the past three days, you all --
individually and collectively -- have expanded our horizons and understanding of case
management for special populations.

Our programs for special populations are very small, compared to the scale of what
is going on nationally in the health system. So, it very gratifying to find that so many people
who are interested in the Division’s efforts to support effective case management for special
populations. :

T&ng Stock: Messages and Themes

As we conclude, I’d like to reflect back to you the major messages that DSPD has
received from the conference. Before I proceed, please recognize that it will take some time to
digest the full scope and implications of our discussions. My comments are an attempt to
highlight -- not summarize -- some of the major messages and themes that surfaced over the past
three days. I think we all need a lot more time to take stock of issues raised, assimilate lessons
learned, and consider next steps.

*
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Message: Client-focused case management. We heard a strong commitment to client-focused
case management and to the idea that case management can (and should) strive effectively to
involve the clients and empower them so that they eventually become their own case managers.
This is an important way of viewing case management.

Message: There are some very important commonalities among programs. Despite some
differences among the various programs, there appeared to be far greater consensus than I
originally anticipated. Agreements surfaced on a number of very basic attributes of case
management for various special populations and emergent strategies for leveraging the potential
of case management.

Message: DPSP should further define case management, but remain flexible. Integral to
several of your recommendations was the very clear message that you seek flexibility in
structuring and operating case management programs. While you are seeking more constructive
guidances on case management, they should not be overly prescriptive or regulatory. I have
never been at a meeting with grantees over the last four years in which we did not get that
message -- loud and clear. Nonetheless, I think it is an important message, for you to keep
sending and for us to hear.

Message: Common cross-program definitions of case management would be valuable.
Within a measure of flexibility, you seek guidances that recognize the increasing degree of

P commonalities across programs and that we move forward defining those common attributes
across our various programs. This is an especially valuable message since we deal with so many
populations with overlapping needs -- needs that often cannot be categorically separated, even
though money does flow categorically. I think there is a strong message for simple common
language wherever possible across our multiple program guidances on case management.

Message: Each program should determine what services are essential versus optional; case
management should be broad and holistic. When break-out groups discussed what were core
services and what were optional or less important “frills“, none were considered optional.
Perhaps with some variation across programs and types of patients, each program is in the best
position to define the essential services. You seek flexibility and the freedom to determine
which services are essential at the individual program level.

Message: Case managers should be part of teams, but clients need only one case manager.
All of you acknowledge the complexity of the problems you face and that inter-disciplinary team
approaches are essential. Working together adds to your own ability to case manage. At the
same time, clients themselves need one person that they can relate to in a personalized and
primary way. You have all found that a single responsible person is what facilitates your
building this qualitatively responsive and effective relationship with clients. The personal
relationship becomes the catylyst  that allows you to accomplish something through your case
management efforts. To be effective, the model of case management must be empathic and
humanistic.
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Message: Professional and non-professional staff are necessary._A dominant theme was a
commitment to both professional and paraprofessional staff, particularly staff familiar with the
community and sensitive to the experiences of the clients.

Message: Clients and communities are a powerful resource. Another very interesting notion
emerged about the tremendous potential of clients, friends and families of clients, and the
community itself, to serve some of the case management functions. So we are not just talking
about empowering clients as individuals but also empowering communities to provide services
in ways that are acceptable, useable,  and effective. Models from other cultures, such as the
African “Elder” model that Adger Butler mentioned, may facilitate client acceptance of case
management and client participation in problem-solving, and ultimately empowerment.

Message: Liited authority over resources often circumscribes what a case manager can
accomplish. It became clear as I attended the break-out sessions, that some of the challenge:
of case management when you are case managing through multiple other service agencies ai-,:
really quite different from what you face when you have an array of services to offer within
your own organization. But even in the latter circumstance, it is the case manager’s authority
over some of those resources that really determines how effective case managers can be. Thus,
it is important to prepare organizations to respond to these resource control issues when they
develop case management strategies and staff their case management services.

Message: Two types of case management systems: have’s and have riots..  I was interested
in Marilyn’s typology: mature and evolving. The discussions also suggest a somewhat different
typology. On one hand, there was case management for clients who saw themselves as needing
services that were available so that appropriate use of service was a central issue. On the other
side, there are case management systems in which the clients were very unsure of the their stake
since often very few services were available. The relative surplus situation requires case
managers to coordinate services and deal with effectiveness issues. For many case managers,
the challenge is to overcome system deficits since there may be very little to offer a client --
even a highly motivated client. I think that system resource characteristics will continue to be
challenges in some communities.

Message: DPSP leadership on case management. DPSP should take the lead in increasing
Federal awareness of case management, its added-value to promoting appropriate use of services,
the counterproductive constraints imposed by the multiple masters, and persistent confusion
regarding basic terms and definitions. Case management is required to be many different things
in different locations, and even in one location, to different funding sources. You seek’ DPSP
leadership in clarifying issues and addressing barriers, at least within the Public Health Service,
and building bridges with the Health Care Financing Administration -- as Medicaid’s fiscal role
in case management increases under Federal managed care initiatives.

Message: Field staff and researchers need to continue to work together to further our
understanding of case management. We should continue to support collaborative efforts, in
which people who actually practice of case management, at the field level, have the opportunity
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n to work with researchers, experts and evaluators of case management programs. This provides
an opportunity for people who step back and synthesize findings and ideas across programs and
experiences. The shared expertise from the field and scholars who offer a “more distant”
perspective would contribute to developing optimal approaches for addressing practical “real-
world” concerns. Illustrative areas for research include:

0 Databases that have utility for evaluation and program management, including
researchers, program managers and agencies responsible for program oversight.

l Standards for measuring and monitoring quality assurance.

a Criteria for setting limits and end-points for case management (e.g., expanding
upon the interesting notion of creating a door that can be closed but reopened as
client status and circumstances change).

l Optimal approaches to system advocacy at the organizational level, and at the
case manager level.

0 Assessment of program impact and effectiveness (e.g., program performance,
client outcomes).

r- Clearly, we should commit ourselves to working together to harness the lessons of this
conference as well as explore their implications for the Division, grantees, and health services
delivery. Our Division and the Bureau of Primary Health Care are excited about these
proceedings and your contributions. We hope we can continue this valuable dialogue.
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Howard Lerner, MPH
Deputy Director, Division of Program for Special Populations

Before we adjourn, I just want to add a few thoughts. For the Division, this conference
is a sentinel event, and your recommendations will guide our developmental activities. We have
convened the broadest range of programs and organizations supported by our grants. We are
not seeking maintenance of any one particular set of organizations or groups. We are, however,
attempting to improve access to primary care and essential services by underserved populations.
Case management is one strategy -- and certainly an important strategy.

This conference provides us with valuable information and is likely to prove to be a very
significant force in our continuing support for case management. I can assure you of that. The
materials prepared for the conference and reports resulting from it will be referred to many
times.

We live in an age of technology and sophisticated information systems. We like
systems, well-defined concepts and programs. We crave definition. With case management,
we have a long way to go. We find a certain untidiness and ambiguity. We cannot define
added-value. We will, nonetheless, be held accountable to the Congress, as you all are
accountable to your funding agencies.

At this point, maybe the untidiness is a message in and of itself. Perhaps, we should
acknowledge that there is a human value in what we are doing and attempting to accomplish.
We cannot always quantify it, but you have personally seen the added-value of case
management. Connecting people with essential services does make a difference. Making people
feel more confident, empowered and self-reliant are important case management objectives.

Thank you very much for your participation and commitment to furthering our collective
understanding and appreciation of case management.
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INTRODUCTION

I. DIVERSITY OF DSPPD PROGRAMS’

The Division of Special Populations Program Development (DSPPD) serves as the focal point
within the Bureau of Health Care Delivery and Assistance for: (1) addressing the particular
health care needs of special populations at risk for poor health outcomes and (2) administering
targeted grant programs designed to serve these populations (e.g., at-risk pregnant women,
disabled or chronically ill children, disabled adults, homeless families, substance abusers, and
individuals with AIDS-HIV).

Diversity is the hallmark of the Division of Special Populations Program Development. The
DSPPD programs focus on various target populations, fund a broad array of grantees, and
encourage grantees to provide a complex mix of services for meeting the needs of each special
population.

Programs and Target Populations. DSPPD sponsors the following major programs:

l The Comprehensive Perinatal  Care Program, providing enhanced perinatal care
services to low-income, at-risk pregnant women and their infants;

l The Health Care Services in the Home Demonstration Program, providing skilled
home health services to uninsured technology-dependent children, disabled adults,
and the frail elderly who otherwise would be at risk of unnecessary
institutionalization or prolonged hospital stays;

l The Health Care for the Homeless Program, established under the Stewart B.
McKinney  Homeless Assistance Act of 1987, providing a broad array of primary
health care and other essential services (e.g., substance abuse treatment and
eligibility assistance for other public programs such as housing);

l The Integrated Primary Care and Substance Abuse Treatment Program, jointly
sponsored with the National Institute on Drug Abuse, providing comprehensive
health and drug treatment services to drug users, their sexual partners, and family
members; and

l The HIV Early Intervention Services Program, established by the Ryan White
CARE Act of 1990 (Title III), offering a continuum of HIV-related services,

1 Subsequent to the preparation of this report, the Division of Special Populations Program
Development (DSPPD) changed its name to the Division of Programs for Special Populations
(DPSP) .
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including risk reduction counseling, testing, medical evaluation, clinical care, and
psychosocial support services.

Grantees. DSPPD grantees include the broad spectrum of public (state and local) and private
non-profit community-based organizations (e.g., community and migrant health centers, local
health departments, and community coalitions under the Health Care for the Homeless Program).
This array of DSPPD grantees corresponds with local variation in the public/private mix of
organizations providing services appropriate for the multiple needs of low-income, at-risk special
populations. The broad spectrum of grantees is most evident in the HIV Early Intervention
Services Program: Community and Migrant Health  Centers, local health departments, Family
Planning agencies, Comprehensive Hemophilia Diagnostic and Treatment Centers, and other
private non-profit, community-based organizations that serve the HIV/AIDS population.

Common Goals -- Improved Access & Care Coordination. The demographic characteristics and
health care needs of each special population are somewhat different. There are, however,
several common attributes among them that underscore the need for care coordination. First,
special populations have low-incomes and are medically underserved. Second, they often require
a variety of health care and social welfare services that generally involve accessing care from
several local  providers or agencies. Third, accessing the full-complement of appropriate
services--in a timely fashion--often is very difficult.

To address these interrelated service delivery and access problems, the DSPPD over the past
several years has either encouraged or required grantees to provide caSe management services.
Case management offers a means for promoting timely access to and coordination of services.
Both are so very critical for serving low-income, medically underserved, at-risk populations.

II. DIVERSITY OF DSPPD

Each DSPPD program guidance

GUIDANCES FOR CASE MANAGEMENT

deals somewhat differently with case management-- either
treating it as an integral requirement or as an important adjunct program feature. Case
management is usually referenced as distinct from outreach--a separate service or activity. Each
program guidance requires some degree of care coordination, referral, or collaborative linkages
to support service integration at the community level. The definitions and components of case
management, however, vary considerably across DSPPD programs.

One approach specifies the components of’ case management and related ‘services. For
example, the Comprehensive Perinatal Care Program (CPCP) guidance requires: (1) outreach
and case finding, (2) case management, and (3) patient education and counseling. Case
management components should include: risk assessment, coordination and referral, follow-up
and tracking, crisis intervention, and documentation. The CPCP guidance also describes key
features of each component. For example: assessments should be conducted at periodic intervals
with the care plans continuously updated; there should be follow-up through intrapartum care
and during the first year of an infant’s life; the case management file should document all case-
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managed services, including referrals and their outcomes. [Comprehensive Perinatal Care
Program--Supplemental Instructions to Section 329/330  Application Guidance--June 19, 19911

A second approach emphasizes the process of case management rather than the specific
component& The Health Care for the Homeless (HCH) program guidance refers to case
management as the “cornerstone of the HCH program” and defines case management as: “[a]
process for locating and integrating primary care with other specialized services.. .[with] input
from all members of the health care team including physicians, nurses, social workers, case
managers, outreach workers, nutritionists, etc.” Emphasis is given to “team-oriented case
management or similar care coordination systems to effectively integrate primary care, substance
abuse and other services. ” This program guidance also requires outreach services and
collaborative linkages with other programs serving the.target population. [Health Care for the
Homeless and Homeless Children--Program Guidance and Applications--March 3, 19921

A third approach refers to the goals, components, or process of case management without
requiring case management per se. The 1987 Health Care Services in the Home program
guidance does not specifically refer to case management, but demonstration projects must
establish “a multi-disciplinary team of health professionals” who are responsible for the
“development, management, and outcome of a plan of care for each individual accepted into the
program”. More specifically, the prescribed tasks for the multi-disciplinary team encompass
what is generally considered case management--assessment, development of a coordinated care
plan, referral and coordination of care plan services, follow-up monitoring, periodic re-
assessments and care plan revisions (as appropriate), and documentation. [Demonstration Grants
for Provision of Health Care Services in the Home--Narrative Application Guidance--November
29, 19871

Yet another approach only refers to case management as an optional service. The HIV Early
Intervention Services Program, for example, does not require case management but permits
grantees to use funds if they elect to offer case management, outreach, or eligibility assistance.
There is little guidance given regarding the structure or components of these optional services.

Finally, Bureau of Health Care Delivery and Assistance (BHCDA) care coordination and case
management guidance exists for federally funded Community and Migrant Health Centers, which
often serve as grantees under several DSPPD programs. From the outset, the OEO
Neighborhood Health Centers, precursors of Community and Migrant Health Centers,
emphasized care coordination as a distinctive underlying principle and a delivery system
priority. Federal program guidance continues this traditional focus. For example, BHCDA’s
1991 “Program Expectations for Community and Migrant Health Centers” specifies patient case
management as a required primary care service.

At this stage, clearly there is no single DSPPD definition, standard, or model for what
constitutes or should comprise core or essential case management services. The current diversity
in DSPPD program guidance reflects the evolutionary and sometimes experimental nature of the
first generation of case management programs.
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As experience with case management matures, grantees and program administrators can provide
valuable feedback and information for developing future DSPPD guidance.

HI. PURPOSE AND ORGANIZATION OF REPORT

The Division of Special Populations Program Development is interested in obtaining expert
technical assistance to identify and define key components of case management (1) for each
special population and (2) across special populations. The latter emphasis is particularly
important for DSPPD grantees since many serve more than one special population. Increasingly,
the targeted at-risk individuals present with several distinct but interrelated health care and social
welfare problems (e.g., a homeless, substance abusing pregnant woman).

While grant programs tend to be categorical, it is timely to address ways in which a more
common paradigm for case management can be facilitated through DSPPD guidance.

DSPPD has contracted with MDS Associates to: (1) review and synthesize the current case
management literature, (2) highlight issues germane to developing program guidelines for
grantees, (3) convene a conference of experts and grantees to consider the components of case
management and related issues for DSPPD program guidelines, and (4) prepare reports,
incorporating project findings and conference recommendations.

This report serves as the “Background Paper” for the Case Management Conference. Its
purpose is threefold:

0 Review the literature and synthesize the current state of knowledge from the
available body of studies--conceptual articles, descriptive project reports, and
program evaluations2

l Summarize findings from the literature that suggest case management design
attributes that are generally important for special populations and those critical for
each target group:

0 Pregnant Women and Infants
l Children with Special Health Care Needs
l Disabled Elderly and Adults
l Persons with AIDS and HIV-Infection
l Persons Addicted to Alcohol and/or Drugs

2 Abstracts of case management articles are provided in a companion document, “Literature
Review Abstracts“ (November 1991). Report references from “abstracts” are noted in the text
with author(s) name and publication year. For additional references, conventional footnote
citations are p?ovided  in Chapters I and II.
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0 Homeless Persons and Families

0 Highlight important and unresolved issues to be considered in designing case
management programs and in developing grantee program guidelines.

The organization is as follows:

0 Chapter I summarizes the history of case management, discusses the major
features and issues in designing case management programs for special popula-
tion, synthesizes key literature review findings, and highlights issues for further
deliberation by the conference participants.

a Chapter II provides a literature review, with separate sections focusing on each
of the six special populations in greater detail. These reviews focus on major
findings regarding “effectiveness” and highlight case management program
attributes, particularly those that relate to the content of case management
services, organizational features, and external constraints.

0 A bibliography is presented in Appendix (Appendix -- IIB). More detailed
descriptions of the referenced studies and articles are provided in a companion
report, “Literature Review Abstracts” (November 199 1).
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CHAPTER I: OVERVIEW OF CASE MANAGEMENT

I. HIS’iORICAL PERSPECTIVE

The history of case management is one of an evolving strategy, with program attributes changing
to meet various expectations and special population needs. Thus case management is not a
rigorous science with well defined implementation rules. Throughout the last century, and
particularly over the last two decades, case management has demonstrated its capacity to be
adapted to numerous settings, to achieve a wide variety of purposes, and to be applied to a broad
range of populations with varying social, medical, and psychological needs.

Origins of Case Management. The concepts central to case management originated in the late
19th century with public sector welfare and human services programs. In 1863, Massachusetts
established, under the direction of the Board of Charities, a social services case management
program designed to coordinate public senices  and conserve public fi.&.~.~ Medical case
management had its roots in the rehabilitation focus of workers’ compensation programs of the
194Os, with their emphasis on improving health status andfinctional  abilities to permit workers
to rejoin the labor force.4

Until recently, case management tended to be either an informal program feature or an integral
part of other services. ’ Public attention began to focus on discrete, directly funded case
management programs in the late 1960s and 1970s when the rapid growth of categorical social
welfare programs resulted in a fragmented and increasingly inefficient service delivery system.
Consequently, the federal government focused on promoting coordination and integration of
services--and began funding programs designed to improve access to social services.6

Federally Supported Case Management Programs. Over the past 25 years, federally
authorized case management programs have proliferated. Examples of major legislative support
include: 1975 Community Mental Health Centers Act, 1975 Education for Handicapped Children

3 Greene, R.R. “Case Management: Helping the Homeless, Mentally 111, and Persons with
AIDS and their Families.” National Association of Social Workers, 1987.

4 This focus serves as the foundation for case management as applied by private insurance
programs, particularly those that use case management for the catastrophically ill, trauma injury
patients, and more recently for at-risk pregnant women.

5 American Hospital Association. Case Management: An Aid to Oualitv and Continuitv of
u. AHA Council on Patient Services, 1987.

6 Blazyk,  S., C. Crawford, C., and E. T. Wimberly. “The Ombudsman and the Case
Manager.” Social Work (1987).
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P Act, 1965 Older Americans Act, 1987 re-authorization of the Developmentally Disabled
Assistance and Bill of Rights Act, 1988 Family Support Act, and Medicaid (e.g., 1985
amendments with targeted case management as an optional service and other prescribed
variants).7

DSPPD Grant Programs. The Division of Special Populations Program Development (DSPPD)
promotes case management through all its grant programs, seeking to tailor case management
to the special care needs of distinct special populations (e.g., at-risk pregnant women, disabled
and/or chronically ill children, disabled adults, homeless families, substance abusers, and
individuals with AIDS). For example:

0 Applicants for demonstration grants under the Health Care Services in the Home
Act [Sections 395-397 of Public Health Service Act] are required to design a
delivery system for home health care that included “an individual patient case
management strategy that utilizes existing hospital- and community-based health
and support systems. ” [Federal Register, May 2, 19881

l Recipients of Health Care for the Homeless grants must provide comprehensive
primary health care and substance abuse services, “managed through team-
oriented case management or similar care coordination systems.” Considered as
the “cornerstone of the program, “ case management was defined as a “process for
locating and integrating primary care with other specialized services on behalf of
the recipients. ” [Health Care for the Homeless Program--1991 Program
Expectations--BHCDA]

0 Grantees of the Comprehensive Perinatal Care Program are expected to use the
funds to “enhance primary and supplemental services at existing sites, through a
case-managed approach. ” This process was described as “a process for locating
and integrating primary care with other specialized services on behalf of
recipients.. .according to a care plan. ” The supplemental guidance expanded
requirements to include: risk assessment, coordination and referral, follow up
and tracking, crisis intervention, and documentation. [Comprehensive Perinatal
Care Program--l989 Program Guidance and 1991 Supplemental Instructions]

Case management is generally referenced as distinct from outreach--a separate service or
activity. Each program guidance requires some degree of care coordination, referrals, or
collaborative linkages to support service integration at the community level. The definition or
components of case management, however, varies across DSPPD programs.

Certainly, substantial flexibility exists for grantees. This variability, however, is potentially a

7 Medicaid case management options are described at Chapter II.
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problem for grantees and sites receiving funds from more than one DSPPD program. From an
evaluation perspective, it is clearly more difficult to assess how and to what extent case
management influences content and quality of care.

At this stage, there is no single or cross-program approach for defining the scope or content of
case management. As presented earlier, several approaches exist.

l Specificity in the components of case management. For example, the
Comprehensive Perinatal Care Program (CPCP) guidance is most explicit in
distinguishing among: (1) outreach and case finding, (2) case management, and
(3) patient education and counseling.

The case management components include: risk assessment, coordination and
referral, follow-up and tracking, crisis intervention, and documentation. The
CPCP guidance also describes in some detail the requirements for each
component. For example: assessments should be conducted at periodic intervals
with the care plan continuously updated; follow-up should continue through
intrapartum care and during the first year of an infant’s life; a case management
file should document all case-managed services including referrals as well as their
outcomes. [Comprehensive Perinatal Care Program-- Supplemental Instructions
to Section 329/330  Application Guidance-- June 19, 19911

0 Emphasis on process rather than the specific components. The Health Care
for the Homeless (HCH) program guidance requires outreach services and
collaborative linkages with other programs serving the target population. Case
management is defined in terms of a “process for locating and integrating primary
care with other specialized services.. . [with] input from all members of the health
care team including physicians, nurses, social workers, case managers, outreach
workers, nutritionists, etc.”

While there is an explicit reference to “team-oriented case management,” the
HCH program guidance also refers to “similar care coordination systems to
effectively integrate primary care, substance abuse and other services. ” [Health
Care for the Homeless and Homeless Children--‘Program Guidance and
Applications--March 3, 19921

l Reference to the goals, components, or process of case management without
requiring case management per se. The 1987 I-&&h,  Care Services in the
Home program guidance does not specifically refer to case management, but
demonstration projects must establish “a multi-disciplinary team of health
professionals” who are responsible for “development, management, and outcome
of a plan of care for each individual accepted into the program.”

More specifically, the prescribed tasks for this multi-disciplinary team encompass
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what is often considered case management--assessment, development of a
coordinated care plan, referrals, and coordination of care plan services, follow-up
monitoring, periodic reassessments, care plan revisions, and documentation.
[Demonstration Grants for Provision of Health Care Services in the Home--
Narrative Application Guidance--November 29, 1987

0 Referenced as an optional albeit vaguely defined service. The HIV Early
Intervention Services Program, for example, does not require case management
but permits grantees to use funds if they elect to offer case management,
outreach, or eligibility assistance. There is little guidance given on the structure
or components of these optional services.

Similarly, the Integrated Community-Based Primary Care and Drug Abuse
Treatment program does not require case management, but emphasizes “care
coordination” with various agencies. The drug treatment module is time-limited
(20-30 days) and institution-based. Thus, case management is likely to involve
at least two providers. For example, some of the linked substance abuse-primary
care arrangements involve medical centers and Community and Migrant Health
Centers (C/MHCs). Here again, substantial flexibility is permitted in defining
and organizing case management services.

Medicaid. Improved Medicaid reimbursement policies for all C/MHC  services may strengthen
their case management activities in the future. Cost-based Medicaid payments for Federally
Qualified Health Centers (FQHCs) will go a long way towards assuring full reimbursement for
case management services provided by C/MHCs  who do not receive special funding under any
other Bureau of Health Care Delivery and Assistance grant program for enhancing case
management.’

Usually, current federal statutes and program regulations do not set rigorous standards or
guidance for structuring case management programs. The stage has been set for recognition of
the value of case management in facilitating access to essential services, particularly by special--
often vulnerable--populations requiring an array of health and social services.

What  is not as evident is a clear definition  of what should be encompassed by case management
as a discrete service--in general or for a specijk special population. Insu#icient  attention has
been given to the administrative concerns of providers serving more than one special population
who face potentially confusing, tf not conflicting, case management guidelines under direrent
grant programs.

8 The National Governors Association is conducting a study of case management services
and related FQHC Medicaid reimbursement issues.
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II. CASE MANAGEMENT FOR SPECIAL POPULATIONS:
COMPONENT JTEATURES  AND RELATED DESIGN ISSUES

Innovation and experimentation underscore case management programs. Conceptual definitions
of case management vary according to different structural, functional, and process features.
Different approaches certainly exist, but there is a relative scarcity of well-designed comparative
evaluation studies. Thus, there is a lack of consensus on the preferred program structure(s).
Similarly, there are few clearly-defined, rigorously evaluated “models” that can be confidently
adopted to meet the particular needs of distinct special populations.

There are, however, several key issues and questions that should be addressed in designing case
management programs:

0 Program Goals: What are the most important goals or objectives for specific
target populations?

l Content of Case Management Services: What are the key roles and functions of
case managers? What are the core services that comprise case management? Are
there any additional or supplemental services that are critical for specific
populations?

l Organizational Features: How should case management programs be structured
to achieve program goals and to assist case managers in performing their roles
and responsibilities? Should organizational features vary, in part, to reflect
different population needs?

0 External Constraints: Are there external constraints that should be taken into
account in designing case management programs? What external constraints are
likely to be cross-cutting concerns?

Each of these four design factors are discussed in the following sections. Exhibit A illustrates
the relationships among these factors--providing a framework for identifying critical components
that can be combined and matched to meet the needs of each of the special populations.

i
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EXHIBIT A: CASE MANAGEMENT PROGRAM DESIGN
COMBINING & MATCHING KEY ELEMENTS

TARGET POPULATION’S DEMOGRAPHICS & SPECIAL NEEDS

CM PROGRAM OBJECTIVES

CONTENT OF CM SERVICES

CORE SERVICES

Client Assessment
Care Planning
Service Arrangements & Coordination
Care Monitoring & Reassessment

SUPPLEMENTAL SERVICES

Outreach & Case Identification
Program Eligibility Assistance
Social & Emotional Support
System & Resource Advocacy
Direct Services (Treatment/Counseling)

ORGANIZATIONAL OIWONS

Program Sponsorship
Service-Related Features
Staffing Attributes

EXTERNAL CONSTRAINTS

Resource & Service Delivery Gaps
Reimbursement Rules & Requirements
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A. Case Management Program Goals

Program goals are important insofar as they establish a framework (1) for structuring a program
and (2) for’monitoring or evaluating program performance (e.g., success or effectiveness in
achieving defined goals). The literature indicates that case management largely focuses on one
or more of the following goals:

a Improving uccess  to a wide range of services,

l Integrating services and promoting continuity of care,

l Enhancing patient health status and level offunctioning,  and/or

l Promoting eficiency  by reducing or containing the overall cost of services.

Achieving all four goals simultaneously has proven to be difficult. For example, the National
Long-Term Care Channeling Demonstration Program sought to increase access to and coordina-
tion of home- and community-based services. The objective was to substitute home-based care
for nursing home care, with the expectation of reducing long-term care costs and improving
quality of life. Evaluations indicated that case management services succeeded in both increasing
use of in-home services and client/family satisfaction with home- and community-based care.
Overall costs, however, were not reduced as originally anticipated. This was primarily due to
the fact that many clients were not likely to enter nursing homes in the absence of community-
based services (Kemper 1990). Case management, thus, enhanced and supplemented services
rather than substituted home care for higher cost institutional services.

The potential conflict among these four goals, particularly with regard to cost containment, is
unlikely to affect DSPPD community-based grantees serving special populations. For
Community and Migrant Health Centers and other DSPPD grantees (e.g., local health
departments), case management focuses primarily on reducing barriers to access and integrating
primary care with other health and social services. Persistent underservice and access barriers
rather than costs or excessive use are the dominant problems. This emphasis on improving
access and on patient health status and their functioning is evident throughout the BHCDA grant
programs, including:

l 1990 Health Care Services in the Home,

l 1989 Provision of Integrated Community-Based Primary Care and Drug Abuse
Treatment to Reduce the Spread of HIV,

l 1988 Health Care for the Homeless, and

0 1988 Comprehensive Perinatal  Care Program.
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When cost containment does occur, it is a positive by-product of providing access to more
appropriate services that are less costly (e.g., .preventive  services instead of crisis emergency
room care) rather than an explicit or overriding program requirement. Similarly, cost
containment may occur over the longer term when effective prenatal care reduces the number
of low birth-weight infants and, thus, the costs associated with treatment of serious infant
disabilities.

In contrast, private for-profit organizations and federal and private payers are more likely to use
case management as a strategy to control costs. As used by private insurance plans, workers’
compensation systems, and employee benefit programs, case management has been targeted for
people with catastrophic illnesses or long-term disabilities. The emphasis is on lowering costs
of care by substituting home care for higher cost institutional services (Henderson and Wallack
1987). While catastrophic or “medical case management” also may improve quality of care and
client satisfaction (Collard et al. 1990), these goals often are viewed as secondary albeit positive
results.

B. Content of Case Management Services

r

While there is no commonly accepted definition of case management, there is basic agreement
that cme  management is a structured process for planning, coordinating, and monitoring the
services required to meet an individual’s health and related social service needs. In delineating
the “structured process, ” case manager roles and functions generally include:

l Core service responsibilities which focus primarily on needs assessment and
service referral linkages for individual clients, and

l Supplemental service responsibilities which might emphasize access enhancement
(e.g., outreach and program eligibility assistance), ancillary services (e.g., social
and emotional support), or other direct services (e.g., personal care and
counseling).

Core Case Management Functions. The literature suggests that a consensus appears to be
emerging around four essential case management program functions:’

l Assessment, evaluating a
his/her family situation,

client’s health and social service needs, including

l Care planning, specifying appropriate services to meet the client’s needs,

’ Kaplan, K. “Recent Trends in Case Management.” Encyclopedia of Social Work. (1990
Supplement), NASW Press, 1990. Additional sources can be found in the “Literature Review
Abstracts”, including: (Cline 1990),  (Henderson and Wallack 1987),  (Grau 1984).

IIB-14



0 Service arrangements & coordination, facilitating client access to care plan
services by making provider referrals, and as necessary, helping with service
eligibility, or making appointments.

l Care monitoring and reassessment, periodic review of the care plan, client’s
access to and use of services, changing client needs, and client progress.
Periodic reassessments may result in changes in the care plan--additional or
different service arrangements.

Case management is a dynamic and multi-faceted process, focusing on the individual and
emphasizing: (1) personal contact with the client and in some instances his/her family or
caregiver friends and (2) periodic review of changing client needs, capabilities, and progress.

Each of these core case management functions can be carried out in a broad or narrow way.
For example, assessment might be broadly defined to include both health, social welfare, and
familial needs, or restricted to the client’s health status. Similarly, a care plan might be broad,
including health, socioeconomic, and psychological services or more limited to include only a
specified set of services as defined by the case management program sponsor (e.g., only home
care health, personal care services, or prenatal medical care services).

The extent to which core services are expansive often depends.on  program goals as well as case
management resources. Intensive case management requires considerable case manager time and
the availability of an appropriate array of community-based services.

The type and scope of services assessed and coordinated by case managers also serves as a
means for differentiating dominant “models. ” Merrill (1985) classifies case management
“models” based on the services to be coordinated.”

0 Social case management focuses on individuals who require primarily social
services to continue to live independently within the community.

l Medical case management is provided to people who need primarily health care
services, particularly those who require treatment for chronic conditions or who
would otherwise require more expensive inpatient care.

l Combined medical & social case management targets people clearly at risk for
institutionalization and/or facing particularly complex problems, requiring both
medical and social services aimed at minimizing further deterioration of health
and welfare status.

Supplemental Case Management Functions. In addition to the four essential functions, case

lo Merrill, J.C. “Defining Case Management.” Business and Health 2 (1985).
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.
P management can also be more proactive in addressing the needs of special populations by involv-

ing case managers in one or more of the following types of activities:

0 Outreach (or extensive case identification), going into the community and
finding clients who require health and related social services but who remain
outside the community-based service delivery system (Combs et al. 1990, Bond
et al. 1988, Raschko 1990).

l Program Eligibility Assistance, assisting clients in qualifying for public
programs (e.g., Medicaid, WIC, Food Stamps). This might include: (1)
assistance in determining whether clients are likely to qualify (e.g., high-risk
pregnant women or those at risk of nursing home placement) or (2) assistance in
obtaining and filling-out applications for various public programs (Kemper 1990,
Davidson et al. 1989, Justice 1990, Grau 1984).

0 Social and Emotional Support, providing informal “caregiving” assistance, not
professional psychosocial counseling that might be considered a direct service
provided by a specialist. The literature repeatedly notes the importance of case
manager contact with clients in providing critical social and emotional support,
particularly for socially alienated or isolated clients, or families coping with
multiple problems. The literature also refers to social and emotional support
activities in a variety of forms including counseling, education, and training of
patients, families, or caregivers (Aaronson 1989, Fiene and Taylor 1991, First
et al. 1990).

It is important to distinguish social and emotional support, sometimes referred to
as counseling, from clinical or psychiatric counseling that is a direct service--
separately reimbursable. Clinical or mental health counseling services usually
must be provided by qualified professionals who are specifically licensed and/or
certified under state credentialing laws.

0 System & Resource Advocacy, working within the community to increase
funding, resources, and services available to meet the needs of the target
population. All too often care plans cannot be carried out when services and
willing providers are scarce or waiting lists are long (Dant and Gearing 1990,
Korenbrot et al. 1989).”

0 Direct Services--Treatment and/or Counseling, directly providing services, such
as mental health therapy, personal care services, home health care, or public
health nursing. While individual case managers may be skilled in providing

l1 Austin C. “Case Management in Long Term Care: Options and Opportunities.” Journal
of Health and Social Work 8 (1983).
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various direct services, these services are a distinct activity--not a prescribed role
for all case managers (Cloonan and Shuster 1990, Foster and Whitworth
1986).12

While there is no apparent consensus on how expansive case management should be, some case
management programs may elect to undertake these so-called “supplemental functions” to ensure
access to particular services or client support. For example, several studies indicate that
outreach may be important for at-risk pregnant women (Seeking Success 1990, Korenbrot et al.
1989) and for the homeless (First et al. 1990, Rife et al. 1991, Dincin 1990). Other studies
suggest that system advocacy is critical for expanding the community-based resources important
for serving AIDS clients and those clients who are alcohol and drug abusers (Benjamin et al.
1988, Freundenberg 1990, Graham and Timney 1990).

The literature does not provide enough guidance to assess the extent to which case managers
should or could provide the more informal social and emotional counseling services. Some
degree of “counseling” certainly is an integral part of case management. The extent to which
it is provided is likely to rely heavily on the program’s available resources (e.g., sufficient staff,
low case manager-client ratio). Personalized social and emotional support requires a great deal
of time and caring.

Cross-Cutting Case Management Components. Exhibit B highlights the relative importance
of major case manager roles and responsibilities for each special population. Overall, the
literature suggests that: (1) all special populations require core case management services and
(2) certain supplementary case management finctions  appear to be more critical for some
populations. For example, all special populations need some basic social and emotional support,
but it may be especially critical for persons with AIDS and homeless families as their situations
are particularly stressful and complex.

The existing case management literature, for the most, does not deal with design issues for
programs serving more than one special population. Studies reflect the categorical nature of the
first-generation case management programs (frequently influenced by grant funding
requirements). At this stage, grantees that must cope with multiple case management program
requirements or select among alternative modalities are in the best position to provide guidance,
based on their experiences, on how to structure a flexible case management program that serves
multiple special populations.

l2 Also see: Danford, K. Case Management in Ohio’s Human Services Delivery System.
(unpublished manuscript) 1987; Roberts-DeGennaro, M. “Developing Case Management as a
Practice Model.” Social Case Work 68 (1987).
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EXHIBIT B: CONTENT OF CASE MANAGEMENT -- TYPE AND SCOPE OF SERVICES
RELATIVE IMPORTANCE BY SPECIAL POPULATION

j

1
xx Referenced ai Particularly Important* The provision of “direct services” such as home care, personal care, specialized counseling, or other clinical services normally will involve

responsibilities beyond basic case management care coordination services. The literature suggests that other “direct services” roles will reflect
specific delivery system and staffing considerations, including defined case manager roles, training and skills.
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C. Organizational Features

While organizational diversity is the hallmark of case management programs, differences in
program structures appear to reflect experimentation and innovation rather than clearly defined
“models” that have shown predictable outcomes. The various classification schemes (or
“models”) that have been proposed tend to distinguish among programs based on differences
involving specific organizational features. The organizational features of case management
programs and their corollary models, as discussed in the literature, vary according to three sets
of program characteristics:

l Program-sponsorship,
a Service-related features, and
l Staffing attributes.

Each of these are discussed in the following sections and summarized in Exhibit C.

Program-Sponsorship. This debate centers around how best to facilitate coordination between
community-based organizations and institutional providers, particularly when both are involved
in providing direct services and when continuity of care is an important goal. Related program-
sponsorship issues are discussed in the following sections.

Provider-based vs. specialized agency sponsorship. One important program design issue
concerns the choice of who sponsors case management services. The main options being: (1)
providers (e.g., C/MHCs,  state/local health departments, hospitals, home health agencies), (2)
a specialized independent case management organization, and (3) a payer of services (e.g.,
private insurance firm, Medicaid agency or its designee).

There is much debate but little consensus on the question of whether one of these three types of
organizations is most appropriate for certain populations. Some argue that case management
agencies should be completely separate from direct service providers to maintain objectivity and
to avoid financial incentives to authorize more services than necessary (Justice 1990). Others
contend that case management services performed by those who also deliver direct services may
reduce overlap or duplication in such direct caregiving tasks performed by case managers, like
nursing or counseling (Cloonan and Shuster 1990, Hoyer 1990). Case managers located in pro-
vider agencies also may have more influence in assuring that patients actually receive services.

There is even more debate over whether payer entities should be performing case management,
since their major reason for doing so is often cost containment, rather than facilitating access
to services. Payer-sponsored case management is primarily used by private insurers, particularly
for potentially high-cost trauma and chronic illness cases (Henderson and Wallack  1987) and
more recently for at-risk pregnant women (e.g., Aetna’s much publicized program).

Institution vs. community-based organization sponsorship. The type of organization that
sponsors the case management program can also be important to program outcomes. For
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example, institution-based programs may respond to the primary goals of the institution, rather
than the primary needs of the client (Christianson et al. 1991).13  On the other hand,
community-based programs may be unable to control access to the institutional services needed
by the client, and they may have greater problems securing basic services (e.g., home health,
housekeeping) and program entitlements compared to their hospital counterparts (Piette et al.
1990). The type of sponsor also may determine other aspects of the program, such as in which
settings the case management services are delivered (Dincin 1990, Notkin  et al. 1990).

Service-Related Features. Service-related features include: (1) duration and intensity of case
management services, (2) degree of control over critical resources for implementing the care
plan, and (3) location for delivery of case management services. The interrelationships among
these features are likely to play a critical role in influencing potential program effectiveness.

Service mix--Duration and Intensity. There is general agreement in the literature that
flexibility in service delivery design is important. The duration and level of intensity of service
should vary as client service needs and conditions change. Cline (1990) focuses on the length
of time appropriate for case management (e.g., acute problems/short-term, chronic
conditions/long-term) and the mix of services (e.g., chronic care cases often requiring
coordination of both social and health care services).

The length of time that case management (CM) is provided should correspond to an assessment
of both the client’s medical condition and his/her related social service needs. Acute medical
care CM (e.g., hospital discharge planning) is time- limited and focuses primarily on efficient
use of medical benefits. Similarly, catastrophic case management extends over a longer time
frame but also seeks to achieve more “cost-efficient use of benefits.” In contrast, long-term case
management is concerned with facilitating access to an appropriate array of both medical and
social services. The longer-term target populations include the disabled, chronically ill (e.g.,
elderly developmentally disabled, mentally retarded, and AIDS clients). Longer-term case
management also focuses on maximizing a client’s functional independence (e.g., homeless
families, alcohol and drug abusers, the disabled--both children and adults).

Overall, flexibility appears to be critical for packaging case management .

services--scope, mix, and intensity--to meet the special and often changing needs of clients.

Resource control -- degree of case managers’ control over essential resources for
implementation of the care plan. Austin (1987) sets forth a continuum of case management
models based on the degree to which the case manager has control over resources needed to

I3 For example, case management programs for the elderly were adopted by hospitals after
their demonstration phase only if they: (a) generated increased revenues for the hospital; or (b)
demonstrated their ability to avoid medical costs. Christianson, Jon, L. Warrick,  E. Netting, F.
Williams, W. Read, and J. Murphy, “Hospital Case Management: Bridging Acute and Long-
Term Care,” Health Affairs, Summer 1991, pp. 173-184.

. .
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carry out the care plan. Her minimal model refers to case managers as “brokers” who are
primarily responsible for coordinating services and referrals without authority to allocate or
direct resources. Case managers further along the continuum are responsible for overall &re
plan development and implementation that takes into account specified service and/or cost limits.
Medicaid waiver programs would fall into the latter category. Austin’s expansive control model
permits a full range of resource  allocation decisions to meet client’s service needs. The HCFA
supported social-HMOs  fall within this group.

The “resource control” issue is double-edged, as it can promote access or cost-containment.
While not mutually exclusive, access enhancement may not prove to be particularly cost-
efficient--as evaluations of the long-term care chanrielling demonstrations have suggested.
Ideally, to promote access and care coordination, case managers should have considerable
control over the necessary resources (e.g., program eligibility) for implementing care plans.
Usually, case managers do not exercise control, and they are limited by the extent to which vital
services are available and accessible to their clients. When case managers control resources,
they generally have a clear cost-containment objective (e.g., Medicaid waivers for home- and
community-based services).

Setting(s) in which Case Management Occurs. Regardless of whether case management
programs are sponsored by institutions or community-based organizations, program services may
be provided in a variety of settings--from clinical settings to homes, schools, homeless shelters,
and streets. Programs trying to serve special populations often find that they must go outside
their usual facilities to provide services in non-clinical settings that are most accessible for the
client (e.g., individuals who are homebound, difficult to reach, and/or reluctant to use organized
care settings). For the homeless, the shelters and the streets may be the best locales while
pregnant teens may need to be seen in their homes (home visiting) and in their schools.

Thus, case managers are likely to work in a variety of settings, depending on the needs and
circumstances of their clients.

Staffing Attributes. There is little consensus on staffing issues. Flexibility and experimentation
are the current standard.

Individual vs. Team Approaches. The individual case manager model customarily
involves personal contact with the client by one case manager. The individual approach,
however, may be less intensive (and less personal) if case managers have a large case load or
rely primarily on phone contracts (e.g., centralized or “broker” individual models). Thus,
individual case management is not necessarily more intensive than team case management.

Alternatively, the team approach often involves an interdisciplinary team of professionals (e.g.,
nurse, social workers, psychologist, midwife, case aide) who share responsibility for assessment,
care plan monitoring, and as appropriate, direct provision of services. Assignment of
responsibilities within the team corresponds to professional skills and expertise. The team
approach is being used with various special populations: pregnant teens (Weinman 1989),
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m seriously ill children (Gillette et al. 1990), and the elderly (Zimmer et al. 1990, Egged  et al.
1990).

There is no clear consensus on the comparative strength or appropriate application of either the
individual or team approach. Studies, however, suggest that staffing approaches take into
account the special needs of the population. For populations requiring specialized medical
services, a team approach-- involving key professionals--might be preferable. Alternatively, for
clients with a multiplicity of social, emotional, and health status problems, individual case
managers--with low case loads--may be better able to tailor services and to provide the necessary
social and emotional support for promoting functional independence.

The selection of an approach is also likely to reflect an organization’s staffing resources, staffing
skills mix, and care coordination practices.

Caseload & Intensity of Case Management. There is obviously an interrelationship
between the extent to which a case manager can provide intensive one-on-one services and
caseload size. With a lower number of clients per case manager, the individual or team can
make more frequent personal contact and can conduct case management on a more individualized
and intensive basis. A higher number of clients per case manager signals that the case manager
must spread their time over a greater number of clients.

Regardless of whether an individual or team staffing model is used, the intensity can vary. Forf? example, an individual model may be less intensive if there is a high case load, with 120-150
clients per case manager (Zimmer et al. 1990, Eggert et al. 1990). Case management may be
more intensive when needs assessment and service brokering are combined with direct service
delivery, as in one program that cared for children with disabling conditions (Aaronson 1989).
The combination of individual case management and home visits may also be more intensive
case management because the case manager spends a great deal of time with one patient to
provide emotional support, caregiver education, and problem-solving assistance.

Staffing for intensive case management is more costly than case management “broker” programs
restricted to needs assessment and service referrals. Although there are few well-designed
studies comparing the cost-effectiveness of various staffing models on service use and client
outcomes, some preliminary evidence suggests that the more intensive interdisciplinary team
approaches can be more cost-effective than the centralized individual or broker model--at least
with severely disabled populations (Eggert et al. 1990).

Degree of Consumer Involvement. With the increasing emphasis on improving each
client’s functional independence and on family-focused case management, patients and informal
caregivers are becoming more involved in the case management process. For example, a
Tennessee SPRANS grant-supported case management program for developmentally disabled
children emphasized empowerment of families as caregivers and care coordinators. A multi-
disciplinary team of professionals conducted the assessment and developed the initial care plan.

f‘b The assigned case manager worked closely with the family in developing necessary caring skills
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and competence (Fiene and Taylor 1991). Another case management program for HIV-exposed
children also emphasized family counseling and skill building to promote home care (Woodruff
and Sterzin 1988).

Consumer involvement often seeks to promote client or caregiver “empowerment” and functional
independence. As such, consumer involvement is likely to play a greater role in structuring case
management programs, with implications for staffing since patient and family education is a
time-intensive activity.

Professional Training and Skills/Stacff?ng  Standards. Few if any states have professional
licensing requirements for case managers. The literature is almost silent about standards for
training, certification, or supervision of case managers. Case managers come from many
backgrounds including those with medical and social training (e.g., nurses, social workers) to
community residents receiving on-the-job training.

At this stage, there are no clearly defined rules as to who should serve as a case manager for
a particular population. Various professional societies, particularly the National Association of
Social Workers, are beginning to define standards for case managers. Currently, a great deal
of experimentation exists, often reflecting the professional and skill mix available within the
community and case management agency.

The literature does, however, suggest that assignment of an appropriate case manager depends,
in part, on client needs. For example, if families of disabled children require training in home
care, nurses with medical expertise may be the most appropriate case manager. Conversely,
homeless families requiring considerable social and emotional support might be best served with
a social worker or a specially trained community resident as primary case manager. While it
may seem appropriate to match psychologists with the chronically mentally ill and substance
abuse counselors with alcohol and drug abusers, these might be considered “direct services” and
case management roles could be assigned to social workers or knowledgeable community
residents.

Matching case manager skills and experience to the job will become more important as case
management expands and expectations for client outcomes assume greater prominence in
program monitoring and evaluation.
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EXHIBIT C: ORGANIZATIONAL FEATURES - CASE MANAGEMENT (CM) STRUCTURE & DESIGN CONSIDERATIONS

ORGANIZATIONAL STRUCTURE CM DESIGN CONSIDERATIONS

!,KOGKAA1 SPOirr!SOKSlIIP

I’rovicler  v. Spializd  CM Apxy Thus far thz emphasis has hwn on provider-hasd CilsZ management  for most populations.

Increasingly, however, consideration is being given to specialized CM agencies, particularly for:

Third-Party Payer

l disabled adults and elderly populations,
l AIDS-HIV clients, and
l pregnant women and their infants.

Primarily found in private insurance, particularly for potentially high-cost, complex conditions.

For C/MHCs, payer issues primarily involve Medicaid’s reimbursement rules for case
management and related services.

Institutional v. Community-Based
Organization (CBO)

The institutional-CBO debate most often involves populations that may require intermittent
hospitalizations for treatment or nursing homes if functional status changes (e.g., seriously,
chronically ill children; AIDS-HIV population; disabled adults and the elderly).

Another issue is how best to facilitate coordination between CBOs and institutional providers,
particularly with regard to discharge planning, access to community-based services, and overall
care continuity.
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Service Mix -- Dur;ltion Rc Intensity Service for AIDS/HIV and Homeless  populations are characterized by high duration ml

intensity, rdlestin g their  multiple service: n&s.

For other pilpulations--pregnant  women , seriously ill children, disahld  adults, thr: clclcrly. ;uirl
suhstancc  ;llluscrs--duration  and intensity of CM service are more varied. As client n~:ds or
risk status changes, intensity lcvcls  will change,  or CM may prove to hc no longer nctccssary.
The: IilttCl~ might hr: ;I truct  SllCCCSS  story.

Decisions on duration mrl intensity have implications lbr stafting and case loads. fbr ~xi~ml~l~.
inrlivitlunl  intensive CM requires  low client ratios (generally less tlliln SO, and often only 30-40
clients  per C;lSC IllilnilgW).

I)cgre of’ Authority for Resource
Allo~;~tion

I~lcxihility  ;Ipl~~ars  to I)c: sritial for packaging (YM services -- scope, m i x ,  intensity  - to iiwt tlic

special  and changing nds of clients.
- - -..___-... .-. --- .-.__ - .__. - _- _...__

Authority lilr rcfsources is most t’rquznt in services for tlic elderly iNKI disatdd  iK~(lltS  wlicrr:  (‘Xl
programs wcri:  initiiW4l  fbr the piirposr: ot’ cost containiii~nt.

Itl~:;llly.  C;lW IIlilllil~~rS  Shollld  have: Con~iclcrihlC  contr~d  over resoiirccs  -- progmn digillility ariil
rchxil iirrangments -- to HssllrC service  ddivcry in ;I:cortlance with the c:are  pliln. However.
“resource:  control” can also result in denial  of’ sa.icc it’ c;Isc Illillli~g~rS il1’C  expdd to artil’v

_dials for eligibility. Clearly.  this is a complex  issue ml ii “doihlc-algal sword”.

Kcsourci:  control focused  on cost containment IX~phi~SiZCS  restrictions  in scrcxning  clients illld
this limit coverages  for services. This orientation is rd~rcncd  in the litzraturz, particuI;dy with
regard to: community-based home c;lrr: programs for tlisshled  adults and  the cldcrly, ;Intl
Mdicilitl  long-term care waiver programs for specific pOpllhliOnS.
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ORGANIZATIONAL STRUCTURE CM DESIGN CONSIDERATIONS

Location for Delivery of CM Flexibility in delivering CM services outside traditional “medical” settings is important for
Services several special populations:

. Homebound (e.g., frail elderly, technology-dependent or seriously ill children),

0 Difficult  to reach and/or reluctant to use organized care settings (e.g., substance
abusers, homeless), and

a Clients who would benefit from periodic in vivo services, including care
education and emotional support (e.g., pregnant women, children requiring home
care, individuals with AIDS/HIV).

STAFFING AITRIBUTFS

I llcliVid:lill  VS. T&ill1 rIppWKll Tlwre is no constmsus regarding  the colnpi~ri~tiv~  strength  and appropriate application of &hcr an
individual or team approach. Studies, however, suggest consideration of the following in
selecting an CM stafftng  approach:

0 Specialized medical expertise. Teams are valuable in bringing together
professionals involved in treatment of clients requiring specialized medical
services as well as basic case management services (e.g., high-risk pregnant
women, children or frail elderly requiring home care services, AIDS/HIV clients
at critical disease stages).

0 Multiplicity of both medical, social, and emotional problems. An individual CM
approach (if case load is sufficiently  low) can tailor services and provide more
frequent contacts with highly vulnerable clients who would benefit from intensive
interactions (e.g., early stage AIDS/HIV clients, homeless).

It is important to emphasize that the jury is still out on the individual v. team approach.
Selection of an approach, thus, will reflect an organization’s assessment of its staffing resources
and skills mix, care coordination practices, target population needs, and CM goals.
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ORGANIZATIONAL. STRUCTURE CM DESIGN CONSIDERATIONS

Consumer Involvement -- Client, Consumer involvement in case management roles is a relatively new orientation. For some
Family, Caregivers, Ancillary populations (e.g., families of children receiving home health services, disabled adults and elderly,
Volunteers AIDS/HIV clients and their care givers), consumers focus on developing critical CM skills and

CM care coordination roles. This consumer orientation, thus, seeks to promote client or care
giver “empowerment” and greater functional independence.

Caseload -- Case Manager:Clients
Ratio

Volunteers as case managers are most evident within AIDS/HIV programs. The use of
volunteers assists in reducing a acute shortage of case managers, as well as increasing personal
contacts so important for addressing the social and emotional support needs of vulnerable
populations.

The size of a case manager’s case load will determine the extent to which he/she is able to
provide frequent contacts and personalized care coordination. While no consensus exists on ratio
standards, available studies indicate:

0 Smaller case loads (generally less than 50 clients per case manager) apply to
intensive CM efforts.

0 Ratios are generally applicable to the individual approach rather than team
structures that involve several professionals.

Small case load size is most frequently a concern in:

0 Providing intensive CM which often is time-limited.

l Addressing the needs of clients with multiple problems and who require outreach,
in viva services, and/or substantial emotional and social support.

Clearly staffing  has cost implications, but there are no well designed studies that measure the
impact of different case loads on client outcomes. Staffing ratios at present reflect pragmatic
considerations such as available funds, program goals, and ability to recruit (and retain) qualified
case managers.
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ORGANIZATIOA’AL  STRUCTURE CM DESIGN CONSIDERATIONS

Case Manager Skills, Training Few if any states have minimal standards for case managers per se. Some case managers have
and/or Professional Standards professional degrees and thus are licensed or certified in their respective fields (e.g., social

workers, nurses, midwives, psychologists).

The literature does not expressly recommend that case managers be drawn from certain. fields or
that they be otherwise licensed. Professional skills and experience vary considerably among
practicing case managers. Critical factors in the recruitment of case managers include: ’

l Specialized medical care needs of the target population. For example, some
studies suggest that nurses may be more appropriate for clients requiring
specialized medical care (e.g., technology-dependent children, high-risk pregnant
women).

0 Other direct services requirements of clients. For example, psychologists or
social worker family therapists might be valuable in staffing CM programs for
populations that require clinical counseling services (in contrast to emotional and
support services).

0 Program orientation and structure. If CM is primarily a broker model that
emphasizes care coordination and referrals for a large number of clients, then
specialized training is less important than familiarity with community providers
and resources.
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D. External Constraints

Finally, case management program design is strongly influenced by the constraints and
limitations imposed by circumstances or organizations external to the program sponsor. Two
of the most significant external constraints, for example, are shortages in community services
required to carry out care plans, and reimbursement policies established by public and private
payers for case management or for the services recommended by the case manager.

Community Resource Shortages or Gaps. The literature is filled with admonitions that
case management cannot, nor should it be expected to, compensate for the lack or shortage of
direct services required by individuals (Fleishman, Mor, and Piette 1991, Freudenberg 1990),
particularly in rural communities (Rounds 1988). At the same time, without such resources, case
management programs are bound to have more limited success in helping clients improve their
health, functional status, or overall satisfaction with care. This problem raises at least two major
questions for program design:

l To what extent should case managers provide direct services that are in short
supply?

l Whether and to what degree should the program engage in system advocacy to
increase available resources?

The answers to these questions will often depend on the resources available to the program and
any restrictions placed on these activities by program sponsors or fund sources.

Reimbursement Policy. Reimbursement is a powerful incentive for influencing program
design. Given the importance of Medicaid reimbursement for C/MHCs  (particularly FQHC
cost-based payments), Medicaid case management provisions and restrictions are likely to play
an increasingly significant role in how case management services are structured. Within
Medicaid, case management can serve to facilitate access and to contain costs.

l Targeted Case Management. Since 1985 case management has been an optional service
that may be adopted by states. Case management is defined as “services which will
assist individuals eligible under the plan in gaining access to needed medical, social,
educational and other services” [Section 1915 (g)(2) of the Social Security Act]. States
can limit this service to recipients in particular areas of the state, or to any specific target
group, such as persons with AIDS and individuals’with chronic mental illness. Targeted
Case Management is most applicable to C/MHCs serving special populations.

0 Home and Community-Based Services (HCBS) Waivers. Since 1987, case
management can be provided under home- and community-based services waivers for the
elderly, developmentally disabled, chronically mentally ill, or other subgroups, such as
“boarder babies” and persons with AIDS who would otherwise be institutionalized.
HCBS Medicaid waivers, however, require that the total cost of all services be less than
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the cost of hospital or nursing home care for the target population.

n:

l Priiary Care Case Management. Since 1981, states may obtain waivers to establish
case management programs that require Medicaid clients to get their primary care only
from certain providers. Designated general practitioners, family physicians, and pediatri-
cians are responsible for providing all primary care as well as authorizing all non-
emergency hospital and physician specialty services needed by recipients. HCFA again
emphasizes cost-containment by requiring that the costs for Primary Care Case
Management programs not exceed the costs of the state’s fee-for-service Medicaid
program.

0 Managed Care. Nearly all managed care plans seek to promote and coordinate the
appropriate use of health services,14 but the distinguishing feature is risk-based payment
(e.g., capitation).  Managed care waivers also emphasize overall cost-containment rather
than more expansive case management activities of interest to C/MHCs  in serving
particularly vulnerable populations. Several HCFA-Medicaid managed care programs
specifically exclude certain services (e.g., mental health) or special populations (e.g.,
chronically mentally ill).

0 Administrative Function. Case management may be performed by Medicaid agency
employees or its contractors, reimbursable as an administrative service. The EPSDT
program, for example, refers to case management as a process to keep track of children
who are due for health screening, to help make appointments, and to follow-up with
referrals. HCFA also defines administrative case management activities as preadmission
screening for inpatient care, prior authorization for Medicaid services, outreach to inform
recipients of the availability of services, and eligibility determination.

While the rules and standards for Medicaid-reimbursed case management continue to evolve, the
tension between access enhancement or care coordination versus cost containment is likely to
persist. As history indicates, state fiscal crises often lead to efforts to circumscribe Medicaid
eligibility, services, and payment rates--factors that can influence the scope and structure of case
management services, and the community resources to be coordinated.

l4 While some managed care programs incorporate case management functions or
techniques, not all .do.  It is a mistake to assume that managed care encompasses case
management as demonstrated in the study examining the impact of a “case management”
program for improving the adequacy of prenatal care and birth outcomes in a Medicaid
population. Goldfarb et al. (1991) found that “HealthPASS  was a case management program
in name only. Providing a framework for case management. ..is not equivalent to actually
performing case management. ”
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III. CONCLUDING COMMENTS

The literature on case management for special populations indicates substantial variability in how
programs tie designed and how they are implemented. This is to be expected since there is not
a generally accepted paradigm, and there are few agreed upon standards. The spirit of
experimentation has taken root, providing a basis for examining common dimensions and
emergent features. Preliminary findings for further consideration are as follows:

0 General agreement on what are “core” case management services.

Precise terminology, however, may differ somewhat but basic services appear to
be consistent across populations:

l Assessment, evaluating a client’s health and social service needs,
including his/her family situation.

0 Care planning, specifying appropriate services to meet the client’s needs.

l Service arrangements & coordination, facilitating client access to care
plan services, making provider referrals, and as necessary, assisting with
eligibility for services, and making appointments.

0 Care monitoring and reassessment, periodically reviewing the care plan,
client’s access to and use of services, client needs, and client progress.
The periodic reassessments may result in changes in the care plan--
additional or different service arrangements.

Case  management is a dynamic and multi-faceted process, focusing on the indi-
vidual and emphasizing: (1) personal contact with the client and in some instances
his/her family or caregiver friends and (2) periodic review of changing client
needs, capabilities, and progress.

0 Additional or supplemental case management services are frequently  referenced
as important for easing access to care plan services and improving health and
Jfunctional  status (e.g., outreach, program eligibility assistance, social and
emotional support, and advocacy).

The extent to which specific supplemental services are critical differs among the
special populations, taking into account their unique and often multiple needs.

The extent to which supplemental case management services are (or can be)
provided will reflect or affect staffing resources (e.g., staff skills and experience,
case loads).

IIB-3 1

MIX f‘hociates



l Organizational structure and priority design considerations are far more variable
across the special populations. There often is less agreement and fewer reliable
studies to suggest the preferred or best way to structure and staff a case
management program.

Overall, case management programs should take into account the unique socio-
demographic characteristics and compelling health and social welfare needs of the
target special population. Several of these populations encompass distinct special
subgroups--each warranting special attention and specifically tailored care plans
(e.g., the mentally ill homeless, substance abusers who have serious mental health
problems, pregnant teens).

Organizational features
into account both the
resources.

should be considered in a mix and match strategy, taking
clients’ special needs and available case management

Comparisons of individual and team approaches should take into account the
staffing levels, skills mix, and case loads. Some variants of individual case
management are “brokering” models with higher case loads and limited personal
contact with clients. Team approaches, on the other hand, may be more
intensive, involving several professionals in combined case management and
service delivery activities. Similarly, individual approaches that offer intensive
case management may be appropriate for certain populations or subgroups
requiring personalized, ongoing contact over a specified period.

l Flexibility and tailoring services and care plan to meet the needs of individual
clients (e.g., scope, duration, and intensity of services) appear to be as important
as, if not more important than, who provides case management services.

One size does not fit all--either across special populations or even within specific
populations. Despite the somewhat categorical focus of the DSPPD programs, the
target populations often include individuals whose “problems” cut-across program
areas. This is particularly evident among community-based primary care
providers that serve both diverse at-risk and multiple needs populations.

Clients’ needs change over time--as they should if case management is effective.
Thus periodic reassessments and care plan revisions are important for
individualized care coordination and overall program impact evaluation.

l Resource constraints and serious shortages of vital community-based services
continue to pose problems for realizing the fill potential of case management.
Case management assessment, care planning, and linkage functions are bounded
by the availability of services.
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At this stage, conference deliberations should focus on:

The content and components of case management--for distinct special populations,
across DSPPD programs, and for providers serving multiple populations,

l

l

External constraints should be addressed or at least acknowledged in assessing the
effects and potential of case management.

Organizational features that enhance case management (e.g., staffing approaches,
staffing levels, staff skill mix), and

Emergent implications of the increasing popularity of case management especially
redundancy and costly duplication of care coordination efforts.

Given the diversity of DSPPD grantees, the multiplicity of community-based
providers and the differences in local service delivery systems, it will be
important to begin to consider the following:

l When multiple community-based agencies are involved in providing
requisite services, should only one agency be responsible for case
management?

l If a lead case management approach is desirable, what guidelines would
assist collaborative agencies in assigning lead case management
responsibilities?

l Alternatively, if there is no lead case management agency, what guidelines
would assist collaborative agencies in coordinating their case management
efforts (e.g., team approach) and in avoiding costly duplicative activities?

Chapter II reviews the case management literature for each of the special populations, providing
a synthesis of findings on the effectiveness, the service content, organizational features, and
external constraints of case management.

I

IIB-33



CHAPTER II: SPECIAL POPULATIONS

Chapter II synthesizes the case management (CM) literature for each of the six special
populations considered in this project. ’ Each section begins with a brief description of the
Division of Special Populations Program Development (DSPPD) program, followed by a
literature review of major findings and critical issues on case management as it applies to a
distinct at-risk population. The literature review is organized in terms of the following:

l Evidence of Effectiveness. Well-designed studies that examine the impact of
case management on changes in health outcomes, functional status, services
utilization, quality of care, client cost of care, efficiency of care, and similar
significant effects are reviewed.

l Content of Case Management. Virtually all case management studies reference
(explicitly or implicitly) “core services” as (1) assessment, (2) care planning, (3)
services coordination/client advocacy, and (4) care monitoring and periodic
reassessments. The precise components of these CM services may vary,
reflecting the unique characteristics of the population being served and their
respective special service coordination needs.

In addition, each special population has somewhat unique needs which call for
provision of supplemental case management services. These additional CM
services most often include: (1) social and emotional support, (2) patient/family
education and training, (3) program eligibility assistance, (4) outreach and
intensive case identification, (5) system and resource advocacy, and (6) direct
services such as counseling or home health services.

Each CM section includes a discussion of the type of services provided to each
population and any evidence on how services are tailored to address the unique
characteristics and special needs of each “special population.”

l Organizational Features. Major findings from the CM literature and program
experience focus the discussion on the key structural features of case management
programs. Organizational issues addressed in this section fall into three major
categories: organizational sponsorship, service-related
intensity of case management services); and staffing
or team approaches).

features (e.g., duration and
attributes (e. g . , individual

’ Referenced literature includes: (1) studies presented in companion report Case Management
Studies for Special Populations: Literature Review Abstracts (MDS Associates, November 1991)
and (2) additional studies and relevant reports (cited in footnotes). Bibliography for the

n Literature Review Abstracts, not cited in footnotes, is presented in Appendix IIB.
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l External Constraints. Every case management program operates within the
broader context of community services and environmental forces that may

influence its structure or operations. This last section reviews the major
constraints that may affect success or implementation of case management
programs. These constraints generally fall into two categories: (1) community
resource constraints that may limit or define the scope of direct services available
to patients (e.g., inadequate mix or scope of required services) and (2) related
program regulations that could influence the structure or operation of case
management programs (e.g., Medicaid payment rules or related CM
requirements).
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,P I. PREGNANT WOMEN AND INFANTS: PERINATAL CASE MANAGEMENT

Comprehensive Petinatal Care Program (CPCP). The Comprehensive Perinatal Care Program
(CPCP) provides j&ruling  for enhanced services ofered through their Community and Migrant
Health Center (C/MHC)  grantees. while case management (CM) services reflect the grant
guidance requirements issued by the Bureau of Health Care Delivery and Assistance, Division
of Special Populations and Program Development (DSPPD),  there is considerable variation in
implementation. Findings from a descriptive study of the Comprehensive Perinatal Care
Program (CPCP)2 provide empirical information on these C/MHC sponsored case management
programs and provide programmatic insights relevant to developing fiture CM guidelines.

In the nine UMHCs  studied, two basic “models” of case managementfor pregnant women were
identtjied: (1) a “medical * model, emphasizing medical aspects of care and (2) a “social n model,
broader in scope and highlighting family and social supponcfirnctions. While these two models
were not easily distinguishable in practice, several dtrerences emerge with potential implications
for CM program emphasis and pet$ortnance.

r‘

l Case manager experience and tririning. Where physicians and nurses served as
the case managers, “health education, referral for additional health services, and
the parenting/childbirth aspects of pregnancy were highlighted “. Where social
workers and community workers were the case managers, “issues such as literacy
of the patient, family support systems, and other factors were more likely to be
raised. n

l Referral  patterns and services mix. In the “medical” model, most referrals were
for services provided on-site at the C/MHCs. Whether this is due to their “more
medically-oriented and narrow case management process ’ as the authors assert,
or to the fact that these centers provided a broad range of health and social
services, or even the possibility that case managers were just more familiar with
services provided on-site is not clear.

The study also observed that, in these nine sites, outreach eflorts to attract new clients were
inflequent,  primarily because most C/MHCs  were at their service capacity. Some centers
targeted outreach to spect?c  groups, such as teenagers and women using drugs or at risk for
HIV infection. This finding suggests that, where service delivery capacity is limited, case
management providers face a dtJicult  choice. In emphasizing comprehensive and intensive
perinatal case management, case managers may be compelled to limit outreach in order to
assure that current patients, particularly those assessed as high-risk, receive the requisite
attention and care coordination for improving birth outcomes.

2 MacroSystems,  Inc., Assessment of the Comprehensive Perinatal Care Program, a report
n for BHCDA’s Division of Special Populations Program Development HRSA, DHHS, Contract

No. HRSA 240-89-0040, 1991.
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A. Evidence of Effectiveness

Case management is now a widely accepted component of comprehensive perinatal services for
high-risk pregnant women and their infants. A Public Health Service panel of experts
recommended that case management become an integral component of prenatal care, with
emphasis on risk-status assessment, care coordination, and care monitoring (Public Health
Service 1989).3  A recent National Governors’ Association study reveals that care coordination
is viewed as the most critical service in perinatal program success (Hill and Bennett 1990):).
Currently, case management services are covered by most state Medicaid programs, either as
a defined reimbursable benefit or as an integral feature of enhanced prenatal care.

Most projects provide case management services as part of a broad, comprehensive perinatal
care package. Early evaluation studies tried to isolate the contribution of case management as
distinct from other services offered by the program. All studies recognized that both elements
were important, particularly since case management helps to promote access to other valuable
services. Few studies, however, examined the relative importance of specific components of
perinatal case management or their contribution to different outcomes.

A few recent well-designed program evaluations have confirmed the widespread acceptance of
case management as an important contributor towards improving birth outcomes.

O&Access. One of the most thorough evaluations of the impact of expanded prenatal
care services examined the California OB-Access Pilot Project. This program provided
Medicaid-eligible women with enhanced nutritional, educational, and psychosocial services.
Assessments encompassed the full scope of psychosocial, nutritional, and medical risks, followed
by counseling and referral to an appropriate array of services (Brown 1988).’

The OB-Access Project was found to be effective and cost-efficient (Korenbrot 1984).6

l The incidence of low birth weight babies was considerably lower (4.7%) among
participants in OB-Access compared with 7.1% for the Medicaid control group).

3 Public Health Service. Caring for Our Future: The Content of Prenatal Care. Washington,
D.C.: U.S. Department of Health and Human Services, 1989.

4 Hill, I., and T. Bennett. Enhancing the Scope of Prenatal Services. Wahington, D.C.:
National Governors’ Association, 1990.

5 Institute of Medicine. Prenatal Care: Reaching Mothers. Reaching Infants._S. Brown (ed.),
Washington, D.C.: National Academy Press, 1988.

6 Korenbrot, C.C. “Risk Reduction in Pregnancies of Low-Income Women: Comprehensive
Prenatal Care Through the OB Access Project.” Mobius 4 (1984): 34-43.
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l The program was estimated to yield savings of $1.70 in neonatal care costs for
every $1 invested in enhanced prenatal care--a substantial return on investment.

However, the extent to which specific case management functions (e.g., assessment, referral,
counseling,- and education) contributed to these positive outcomes was not determined.

Resource Mothers. Evaluation of the South Carolina Resource Mothers Program also
shows the positive effects of intensive case management on birth outcomes. The Resource
Mothers Program identifies young at-risk pregnant women and matches them with community
leaders who serve as role models and who provide assistance in accessing community services.
Resource Mothers provide transportation assistance as well as extensive social support to a
relatively small case load of women (usually 30-35 pregnant and post-partum teenagers).

Resource Mothers has been found to improve content and continuity of prenatal care, as well
as birth outcomes (Heins  et al. 1987).7 Only 18% of the women participating in the program
received inadequate prenatal care compared to 36% of the control group. The proportion with
low-weight births was substantially lower as well. This evaluation, however, did not attempt
to assess outcomes for the relative contribution of case management services as distinguished
from enhanced prenatal services.

Maternity Care Coordination. North Carolina’s maternity care coordination program is
fl designed to eliminate access barriers to a range of services, including medical, nutritional, and

psychosocial services. Care coordinators are responsible for providing both social and emotional
support to the pregnant women and for serving as their advocates in “navigating a complex
service system and frequently confusing application procedures” (Buescher et al. 1990).8

Evaluation of the North Carolina program focused specifically on assessing the impact of
prenatal case management--and results confirm expectations about its importance in improving
birth outcomes. The study compared birth outcomes among Medicaid recipients who did and
who did not receive case management services. While pregnant women were not randomly
assigned to the experimental and comparison groups, evaluation design controlled for various
socio-demographic and medical risk differences that influence birth outcomes (e.g., age of
mother, medical risk factors, race, lack of adequate prenatal care, and source of prenatal care).

Evaluators found that “maternity care coordination” had a significant impact on infant health
status. Infant mortality was 30% higher among children born to Medicaid women who did not

7 Heins,  H.C., Jr., N.W. Nance,  and J.E. Ferguson. “Social Support in Improving Perinatal
Outcome: The Resource Mothers Program. ” Obstetrics and Gynecologv 70 (1987):263-266.

8 Buescher, P., M. Roth, D. Williams, and C. Goforth. “An Evaluation of the Impact of
Maternity Care Coordination on Medicaid Birth Outcomes in North Carolina. ” paper presented
at American Public Health Association Annual Meeting, 1990.
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receive case management services. The incidence of low birth weight was also higher among
those not receiving case management-- 17% higher for low birth weight and 67% higher for very
low birth weight.

The North Carolina study also found that the duration of case management services contributed
to improved birth outcomes. Women who received care coordination for a longer period had
better birth outcomes than those receiving it for a shorter time.

Teenage Pregnancy Program (TAPP). Case management services have proven to be
critical in improving birth outcomes among pregnant teens (Korenbrot et al. 1989). Evaluators
found better infant health outcomes among teens who received case management, including
continuous individual counseling and coordination of health, education, psychosocial and
nutrition services. Intensity of services was also correlated with birth outcomes--better results
among teens who received more TAPP case management services. Using regression analysis
to control for other factors that influence birth outcomes (e.g., age, race, and parity), the
evaluators concluded:

“Participation in the TAPP program prior to birth is more strongly associated with better
birth weight outcomes than any other patient characteristic . . . . Babies born to TAPP
patients had a mean birth weight 114 grams higher than those born to city-wide teens.
The combined effects of being enrolled in the Pregnant Minors School and using TAPP
case management services explained 65 % of the total variance in birth weight... ”
(Korenbrot et al. 1989).

High Risk Channelling Project. Since 1985, all pregnant Medicaid recipients in South
Carolina receive risk screening services (case identification). Those assessed as high-risk are
referred to designated prenatal care providers who are qualified to provide enhanced prenatal
care services, including case management, psychosocial counseling, and nutritional supplements.
Evaluation results show both improved birth outcomes and cost effectiveness in terms of shorter
and less costly hospital stays for participating pregnant women and their infants (Hill and Breyel
1989).’

B. Content of Case Management

Studies suggest that the following components can play an important role in meeting the special
needs of at-risk pregnant women and improving birth outcomes:

l Intensive case management, with a primary case manager providing care
continuity;

g Hill, I., J.Breyel. Coordinatinp Prenatal Care. National Governors Association,
Washington, Q.C. 1989.
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!- 0 Emotional and social support  services;
0 Intensive outreach and home visiting;
l A comprehensive and interdisciplinary approach in conducting the client

assessment; and
l Client care and system resource advocacy.

Intensive Individual Case Management. Continuous involvement by a single case
manager has been found to be important. The TAPP evaluation found that continuity of care
provided by a single case manager responsible for a limited number of clients was key to
program success (Korenbrot et al. 1989). The assignment of a single case manager to a patient,
regardless of the professional background of the case manager, appeared to be important in
keeping the patient linked to a comprehensive system of prenatal care. One study found that
small caseloads, which enable provision of more intensive and individual service, result in case
management services that are more responsive to client needs and tend to be more effective
(Brindis et. al 1987).

Intensive Outreach/Home Visiting. Low-income and minority women may face multiple
medical, personal, and social welfare problems which affect their pregnancy. Outreach--case
identification and continued personal contacts--is increasingly viewed as a critical case
management function to reduce barriers to both entry and continuation in prenatal care. While
the first imperative is identifying pregnant women and teens who would benefit from case

r‘ management, the second is assuring that they remain in care.

0 One study observed that “counselors work more aggressively to keep the hardest-
to-reach cases and work through home visits, which means that teens need not
always seek TAPP services to receive them.. .TAPP  performs active outreach to
seek school dropouts and other difficult-to-motivate teens (Korenbrot et al.
1989).”

l The Institute of Medicine’s Prenatal Care: Reaching Mothers. Reaching Infants
(1988) recommended various case-finding methods, including home visits, that
have proven to be effective in a variety of perinatal care programs.i”

Emotional and Social Support. Pregnant women who are without supportive familial or
social networks may benefit as much from informal counseling and support provided by the case
manager as from the specific services. Frequent personal contact with the client was prominent
in effective prenatal case management programs (Korenbrot et al. 1989, Buescher et al. 1990,
Brindis et al. 1987). Sometimes very frequent contacts between the case manager and the client
are needed, particularly when serious problems such as substance abuse, housing emergencies,
dropping out of school, or other crises erupt. During crises, the need for support may be even
more important than for service brokering or prenatal care coordination (Kerson 1990).

p.
?Institute  of Medicine, Op. cit., 1988.
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Comprehensive & Interdisciplinary Needs Assessment. The characteristics of the
population at greatest risk of infant mortality and low birth weight are well documented: low-
income, minority group membership, single marital status, being under age 18, educational level
less than high school graduation, smoking, alcohol abuse, and more recently drug abuse (Falik
and Lewis-Idema 199 1). ii These groups also need a wide array of health, health promotion,
social, and competency building services. A comprehensive needs assessment provides the tools
for identifying and addressing each client’s individual needs. An interdisciplinary focus seeks
to assess both risks (health and life-style) and barriers to care (e.g., personal, linguistic, cultural,
program eligibility requirements). Interdisciplinary care planning involving all professionals
serving the pregnant women and her family is a critical factor in assuring care coordination
(Weinman 1989). Effective coordination among these providers tends to be easier when located
in one place or in a multi-specialty clinic (e.g., “Seeking Success: Educating Pregnant and
Parenting Teenagers” 1990).

Client Care and System Resource Advocacy. While the case management literature does
not specifically address the income- or insurance-related barriers to access among high-risk
pregnant women, other studies highlight shortages of obstetricians in many low-income
communities and physician liability concerns that foster an overall reluctance to treat at-risk
pregnant women (Lewis-Idema 1988). ‘* Locating providers willing to treat substance abusing
pregnant women is particularly problematic. At a minimum, it has been suggested that prenatal
case management programs should devote efforts to reduce interagency barriers to care and to
promote use of various publicly funded programs. For example, TAPP participants were given
priority access to WIG services as a result of effective advocacy and interagency agreements.

C. Organizational Features

The organizational features of case management programs for pregnant women and infants
reflect the emphasis on provision of intensive and comprehensive case management services
found in the literature. Attributes identified in the literature include:

l Sponsorship by a variety of prenatal care providers,
l Provision of case management services over an extended period,
0 Flexibility of locale where case management services are provided, and
l Small caseloads to enable provision of intensive, personal services.

I1 Falik M and D. Lewis-Idema. Access Enhancement and Service Integration Strategies,
Rockville, hD:‘health  Resources and Services Administration, Interagency Committee on Infant
Mortality, April 1991.

‘* Lewis-Idema, D. Increasing Provider Particination. Washington, D.C.: National
Governors’ Association, 1988.
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Sponsorship: Organizational sponsors highlighted in the literature include public health
agencies, perinatal care providers, and public education systems. While special-purpose agencies
doing prenatal case management have not been widespread, some may be established by the
newly-funded Healthy Start programs. The literature suggests that organizational sponsorship
per se is not as important as: (1) the range of critical case management services that are
available and (2) an ability to provide services in various settings (e.g., clinics, schools, and
client’s home).

Extending Case Management Beyond Prenatal Period. Increasingly, experts are
recommending that emphasis should be given to services during the postnatal and intrapartum
periods--extending the reach of case management beyond prenatal care coordination. Care for
at-risk infants requires a longer time horizon--minimally one year and in some cases several
years. At-risk pregnant women are often in need of parenting skills, social welfare services,
education, or employment counseling well after the infant’s birth. This is particularly true for
teenage mothers (Brindis et al. 1987). Several of the recently funded Healthy Start projects plan
to offer a broad range of community services with emphasis both on improving birth outcomes
for the immediate pregnancy as well as addressing longer-term needs that would affect future
pregnancies (e.g., family planning, education, and literacy programs).

FZexibiZity  of locale. Several studies have focused on the importance of providing case
management services “where women are.” Flexibility has been shown to be distinctly important

p in services to teens, particularly delivery of services through home visits and school-oriented
programs. (Korenbrot et al. 1989, Conference of Large City Boards of Education 1990). The
underlying theme is interagency coordination to facilitate case management through a variety of
organizations and settings to reach out and to address the problems faced by the target
populations.

Sta&%g/Ca.seload  Size. As might be expected, some studies suggest small caseloads to
assure continuous involvement by a single case manager. The TAPP evaluation found that case
managers who were responsible for a limited number of clients could provide more continuous
service. For example, it was suggested that case load limits of 35 patients per case manager
resulted in more responsive and effective programs (Brindis et al. 1987).

D. External Constraints

Shortages of community resources are a significant problem facing any case management
program for pregnant women and infants.

l One of the most important services that case managers refer to is the Women,
Infants and Children (WIG) supplemental food program. However, many states
have waiting lists for WIC benefits, and state fiscal crises have limited funding
and access to this critical service.
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l Access to substance abuse counseling and treatment (e.g., for smoking, alcohol,
and drugs) is particularly important for a growing segment of the at-risk
population. There continues to be a severe shortage of substance abuse treatment
programs which serve pregnant women and a shortage of residential drug abuse
treatment centers which will accept pregnant women and their children. (Kerson
1990).

Expanded Medicaid eligibility and services alone cannot redress serious access deficits in
specialized community-based services when there are too few expert providers willing to serve
at-risk pregnant women, their infants, and their families. Indeed, the Medicaid expansions can
exacerbate these problems, by improving financial access without providing the needed service
delivery capacity.

Nonetheless, Medicaid has become an important resource for financing case management and
related perinatal care coordination services. As of July 1991, a majority of State Medicaid
programs provide reimbursement for one or more perinatal case management services: 36 States
paid for case management/care coordination; 36 for risk assessments, 30 for home visiting, 27
for health education, 25 for nutrition counseling, and 19 for psychosocial counseling (National
Governors’ Association 199 1). l3

Taking advantage of this resource, however, requires enrollment of eligible pregnant women in
Medicaid. Recent federal legislation and state initiatives have simplified this process by
requiring use of “short forms” for eligibility determinations and out-stationing of eligibility
workers at sites like community and migrant health centers. Nevertheless, Medicaid eligibility
forms and procedures are still complex and confusing. To effectively leverage Medicaid, case
managers should understand the state’s eligibility requirements and be trained to assist women
in completing applications.

Leveraging Medicaid funds also requires careful review and compliance with state regulations.
Guidelines need to be sensitive to the differences among states in areas such as:

l Types of clients eligible for case management services,
l Training criteria for case managers, and
l Specific payment methods (e.g., Federally Qualified Health Centers, fee for

service, capitation)  and payment rate.r4

i3National  Governors Association. State Coverage for Pregnant Women and Children.
Washington, D. C. : National Governors’ Association, 199 1.

I4 A more extensive discussion of state Medicaid policy decisions that govern maternity care
coordination can be found in the NGA report, Coordinating Prenatal Care, 1989.
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II. CHILDREN WITH SPECIAL NEEDS -- CHRONICALLY ILL, DISABLED AND
TECHNOLOGY-DEPENDENT CHILDREN

Health Care Services in the Home Program. The DSPPD’s home health demonstration
program serves low income, uninsured persons who are likely to have frequent and prolonged
hospital or institutional stays due to medical conditions that can be managed more cost-
eflectively  in a home setting. l%is home care program covers all ages--children with special
health care neeaTs as well as disabled adults and the flail  elderly (see Chapter III for the needs
of adults and the elderly). Established for the uninsured, this home care program is not bound
by Medicaid requirements, and thus directly@&  a broad range of skilled medical and related
health services, including professional services of social workers, psychologists, various
therapists, and home health aides.

Program emphasis is on early intervention with chihiren  crt risk for institutional care. All
demonstration grantees are experimenting with innovative case management approaches. The
initial grant application guidance, however, required establishment of a professionally-led, multi-
disciplinary team (physician, nurse, and social worker). The “case management” team’s
responsibilities were defined to include: assessment of patient service needs, design of an
individualized care plan, direct provision of services or making arrangements for obtaining home
care services as speciJied  in the care plan, monitoring patient health status, and maintaining
appropriate health records and program data.

c A separately finded independent evaluation is being conducted. Grantee states include: Hawaii,
Mississippi, North Carolina, South Carolina, and Utah.

A. Evidence of Effectiveness

Case management has become a critical component in programs that offer home care for
chronically ill and technology-dependent children. Given the complexity of caring for seriously
ill children, the “client” generally is both the child and his/her family care givers. Some studies
have evaluated the value of case management to such families in managing the child’s disability.

Intensive Individual Approach. The Florida REACH (Rural Efforts to Assist Children
at Home) program is a Medicaid demonstration project for chronically ill children with high
health care costs. Pediatric nurses served as case managers or care coordinators. They also
support families and provide training in the appropriate use of medical and social services. Case
management succeeded in reducing hospitalization (including re-hospitalization) rates and
emergency room visits among participating children, compared to children who were not
receiving case management services (Pierce and Freedman 1983).”

_

I

t

I
I

I
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Is Pierce, P.M., and S.A. Freedman. “The REACH Project: An Innovative Health Delivery
Model for Medically Dependent Children.” Children’s Health Care 12, no. 2 (1983):86-89.
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Interdisciplinary Home Care Team Approach. One of the most rigorous studies compares
the effects of case managed care for chronically ill children in the home vs. in a standard
outpatient clinic (Stein and Jessop 1984).r6 An interdisciplinary team provided health services,
patient and family training, service coordination, and patient advocacy. This study found that
those in the home care program were better adjusted psychologically, reported greater levels of
family satisfaction with care, and had fewer instances of mental health problems among the
mothers, However, the children’s functional levels were not significantly different.

Hospital-Based Case Management. A 1990 study found that a hospital-based case
management program facilitated access to more home care services, increasing the scope and
utilization of these services. This evaluation, however, did not find any significant differences
in infant health and developmental status as a result of a hospital-based case management
program (Gillette et al. 1990).

Case Management for Technology-Dependent Children. Technology-dependent children
and their families usually prefer the home, in contrast to the hospital, as a setting for both care
and education. Both Medicaid and private payers have been interested in supporting home care
on the theory that it reduces costs.17 The Office of Technology Assessment (OTA) review of
programs serving technology-dependent children concluded that cost savings occur primarily
when home care is clearly a substitute for institutional care, principally extended-stays in
hospitals or long-term facilities (OTA 1987).i*

“Home care will be likely to reduce third-party payments only if it can substitute for
institutional care, rather than augmenting the care of children already being cared for at
home by their families. ”

The OTA report also acknowledges that case management per se is likely to improve quality of
home care and, and equally important, a child’s quality of life.

“In many cases, however, augmented care
management -- may be effective in increasing
children, and may reduce re-hospitalizations.”

we particularly respite care and case
the quality of care and of life for these

l6 Stein R . E., and D.J. Jessop. “Does Pediatric Home Care Make a Difference for Children
with Chrome  Illness? Findings from the Pediatric Ambulatory Care Treatment Study.” Pediatrics
73, no. 6 (1984):845-853.

I7 See Section D. External Constraints for discussion of Medicaid and private payer
policies.

I8 Office of Technology Assessment, U.S. Congress. Technologv-Denendent  Children:
Hospital v. Home Care -- A Technical Memorandum. (OTA-TM-H-38), Washington, D.C.:
U.S. G.P.Q.,  May 1987.
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J- B. Content of Case Management

Caring for seriously ill children with special needs involves treatment of a wide range  of
conditions or illnesses, from unspecified developmental delays and emotional disturbances to
specific conditions and diseases, such as AIDS, cerebral palsy, &d juvenile diabetes. The
diversity of medical problems suggests that case management approaches should be highly
flexible--permitting case managers to be responsive to the child’s medical, psychological, and
family circumstances. To promote responsiveness, the literature suggests that the following
features are important for serving children with special health care needs:

l A focus on family or primary care givers as well as the special needs of the child,
\

l Development of an “individualized care plan”, and

l Client advocacy to assure access and coordinated care.

Family Focus and Involvement. Regardless of the medical condition(s), the fact that
dependent minors are the patients leads inevitably to family-oriented case management. The
family-centered approach has become an integral feature of federal and state programs serving
children with special health care needs. Similar to the DSPPD home care program, the 1986
amendments to the Education for the Handicapped Act (P.L. 99-457) established an early
intervention program for children under age 3. Provisions of this 1986 law stress the
importance of involving parents in the development of “Individualized Family Service Plans” for
children.

The literature on successful case management programs suggests that case managers should:

l Involve the family to the greatest extent possible in case management functions
(e.g., care planning, care coordination), and

l Provide both on-going support and education to parents and other family members
as they assume greater responsibility for addressing the medical and related child
welfare needs.

Since economic, social, and familial circumstances differ dramatically, case managers should be
trained in assessing family and primary care giver capacity to assume specific case management
responsibilities. In this respect, home visiting is likely to play a very important role--not only
to engage and educate the family, but also to observe family-child interactions and care giver
competencies (Aronson 1989).

Individualized Family Service Plans. Federal law (P.L. 99-457) requires that case
managers be involved in planning and implementing an “Individualized Family Service Plan”
(IFSPs) for infants and toddlers who are developmentally delayed, have diagnosed conditions
such as Down syndrome, fetal alcohol syndrome, and seizure disorders, or, at the state’s option,
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I
i _ are at risk of having developmental delays if early intervention services are not provided.

Again, similar to the DSPPD home care program, emphasis is on a multi-disciplinary team
approach and individualized care plans.

Client care advocacy. Children with multiple special needs require services and
assistance from various public and private agencies -- and the nature of their needs are likely to
change as they get older. Identification of service needs is only the first step, and client care
advocacy plays a vital role in assuring access to care plan services. In one program, the case
manager’s effective advocacy was “the energizing factor that propelled the service plan into the
reality of service delivery (Behar 1985).”

C. Organizational Features

Important organizational features of current programs reflect the intensive medical and social
requirements of children with special needs. Attributes discussed in the literature include:

l Sponsorship by tertiary care hospitals and specialty centers,

l Assignment of a case manager who is expert in dealing with the child’s primary
needs,

l Small case load size and team approach for multi-problem children and their
families, and

0 Variations in duration and intensity of service depending upon the child’s
changing medical needs.

Organizational Sponsorship. Most of the case management programs for chronically ill
children reviewed from the literature are sponsored by tertiary care hospitals or specialty
centers. This reflects the complex medical problems that must first be addressed in caring for
these children. Often chronically ill children require close medical monitoring by specialty
physicians and treatments involving sophisticated technology (both most commonly found in
these locations) to avoid unnecessary re-hospitalizations.

While case management for this population should be part of the hospital discharge planning
process, this does not mean that the case management role should be restricted to hospitals. If
the goal is to provide a community-based home care solution, hospital-based case management
should be coordinated with primary care providers to meet the longer term objectives of home-
based care (Gillette et al. 1990). Conversely, primary care providers, like C/MHCs,  who serve
children with special needs should work closely with referring tertiary care hospitals and, as
appropriate, develop complementary but not duplicative CM care plans and service coordination

j ,fl.
strategies.
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Case  Manager Expertise. Designation of a case manager should correspond to the child’s
and family’s principal albeit changing needs. Social workers, for example, are more appropriate
when the child’s condition is under medical control, and when parents require care coordination,
parenting education, and emotional support (Fiene and Taylor 1991). Nurses or other health
professionals are likely to be more expert as case managers when parents are being trained to
assist in providing specific medical services or in monitoring care plan services as required by
their seriously ill or technology-dependent child (Foster and Wbitworth  1986).

It is also important to note that federal regulations for P.L. 99-457 establish some general
standards for case managers. The states must ensure that case managers have the knowledge of
the “nature and scope of services available under the, state’s early intervention program, the
system of payments for services in the state, and other pertinent information.”

Small Case  Load and/or Team Approach. Caring for chronically ill children is difficult
and often stressful. Training parents in caring for a child at home is labor-intensive, requiring
considerable time and skills. In addressing complex family situations, for example, several
“intake” or assessment meetings may be required to engage the family, develop positive
relationships with them, and address their immediate concrete needs. Subsequently, care
planning, care coordination, and family counseling can take place in a concerted effort to address
the infant or child’s medical and social needs. For families with multiple problems, such as
those with a history of drug abuse or child abuse, studies indicate that more case management
services will be necessary to achieve a quality home environment.

The staffing implications of caring for this population are obvious: (1) a very low caseload (e.g.,
as low as 3 to 12 cases) or (2) a team of case managers, reflecting the labor-intensive and crisis-
oriented nature of the interventions required (Stroul and Goldman 1990, Woodruff and Sterzin
1988). A team approach may also minimize potential for burn-out.

A variant on the team approach is “transagency” collaboration, where a designated case
management team is assisted and supported by a committee of other agency representatives.
This transagency collaboration serves as a means for both tapping multi-agency expertise and
leveraging available community resources to meet the child’s special and often diverse needs
(Woodruff and Sterzin 1988).

Intensity and Duration of Case Management. While families of children with special
needs have multiple problems, the intensity and duration of case management services may vary
according to the child’s specific condition or changing health status. For example, children with
serious chronic conditions, such as technology-dependent and HIV-infected children, may require
highly intensive and specialized case management. As children improve, they might need less
intensive or less frequent monitoring. A child’s condition or health status also may change, as
might the care givers’ role--and thus changes might occur in the intensity of professional case
management services over time.
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D. External Constraints

As with other case management programs, services to this population are influenced by the
policies of Federal and state agencies. In setting Federal requirements, some advocate a measure
of flexibility for states so that state-specific innovation is possible and even encouraged.

Frequently, reimbursement for case management programs for children is linked to cost-savings
requirements. Federal/state Medicaid rules and private insurance reimbursement policies tend
to cover case management only to the extent that providers can demonstrate that coordinated
community-based care can reduce the need for hospital care. That is, coverage of specific home
care services or case management for a specific child may be denied unless the overall cost of
care is less expensive than hospitalization or institutional care. To achieve this goal, however,
case managers must have some flexibility in putting together a benefit package for children and
their families.

Similarly, there are special Medicaid service provisions for technology-dependent children.
Under standard rules, many of these children are only eligible for Medicaid when they are
hospitalized, not at home. Federal law and regulations, however, permit states to:

0 Waiver certain income eligibility requirements to provide Medicaid benefits at
home for children who otherwise would be hospitalized, and

0 Pay for additional services not normally covered by Medicaid (e.g., waivers for
regular, “model,” or “boarder-baby” home- and community-based services).

These rules are based primarily on the expectation of significant cost-savings, with a secondary
objective of improving quality of life, by permitting these children to receive Medicaid services
in the community. Some private insurance plans also permit, under carefully reviewed plans,
payment for “out-of-plan” home care services that would reduce overall care costs (e.g.,
incidence of hospitalization or need for institutional care).
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P
III. ELDERLY AND DISABLED ADULTS -- HOME HEALTH CARE

Health Care Services in the Home Progmm. This j-state demonstration program serves low
income, uninsured persons who are assessed as being at risk for frequent and prolonged hospital
or institutional stays. As noted previously, the target population includes the frail elderly and
other adults for whom home care is likely to be a cost-e$ective  alternative to inpatient sen&es.
Since this program was designed to serve the uninsured, Medicaid coverage restrictions do not
apply. Demonstration finds cover case management as well as a broad range of skilled medical
and related health services, including professional services of social workers, psychologists,
various therapists, and home health aides.

P

The central feature in this program is a multi-disciplinary team (physician, nurse, and social
worker) that is responsible for planning, coordinating, and providing home care services. The
“case management n team ‘s responsibilities include:

l Assessment of patient service needs,

0 Development of an individualized care plan,

0 Provision of home care or arrangements for obtaining home care services as
specified in the care plan,

0 Monitoring patient health status, and

0 Maintaining appropriate health records and program data.

A separately funded  independent evaluation is being conducted. Grantee states include: Hawaii,
Mississippi, North Carolina, South Carolina, and Utah.

A. Evidence of Effectiveness

Case management has become a central feature of programs that serve the long-term care needs
of the elderly and of disabled adults. Case management for the elderly and for the disabled has
been studied more extensively, debated more widely, and experimented with more than services
for other special populations.

Numerous evaluations have shown that case management makes a significant contribution to
improving: (1) health and functional status, (2) quality of care received in home or community
settings, and (3) client satisfaction with services or with life in general. According to one
reviewer of many of these studies:

“[Rlesults on mortality, morbidity, satisfaction with care, and other potential measures
of quality enhancements resulting from case management have been generally favorable.”
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Yet, he cautioned that the results “are neither consistent nor conclusive (Capitman 1988).“19

Nearly all evaluations of case management in home and community-based care programs for
elderly and disabled individuals have assessed their ability to reduce or delay the rate at which
people required institutional care (e.g., nursing homes or hospitals). This is not surprising,
since one of the early objectives of these programs was to reduce institutionalization and produce
cost savings. Evidence of cost savings, however, is scanty. As Kemper (1990) concludes:

“Small reductions in nursing home costs for some people are more than offset by the
increased costs of providing expanded community services to others who would remain
at home even without expanded services. ”

According to one comprehensive review of the case management literature (Dant and Gearing
1990), cost savings were produced in a few programs. Notable examples include:

Minnesota’s Pre-admission Screening-Alternative Care Grant program. This program
targeted case management and the full array of home and community-based health and social
services to those who, in fact, would have been admitted to a hospital or nursing home. Clients
were identified as part of a pre-admission screening process for those applying for nursing home
admission.

On-Lok. One of the earliest programs, which has operated under Federal waivers from
Medicare and Medicaid for over a dozen years, produces cost savings primarily because case
management and home and community-based services are offered as part of an integrated system
that: (1) delivers all needed health and social services, (2) controls all service expenditures, and
(3) assumes financial risk for the overall costs of care.*’

South Carolina 3 Long-Term Care Program. ‘This program achieved cost savings by
relying heavily on informal care givers (family, friends, or neighbors) to reduce utilization of
more costly formal in-home service providers.

The lack of randomization in most home care protocols is viewed by some evaluators as limiting
the validity of findings on cost savings due to averting institutional care.

I9 Capitman, John. “Case Management for Long-Term and Acute Medical Care.” Health
Care Financing Review Annual Supplement (1988):53-55.

2o Cost savings have been achieved primarily through reductions in high cost inpatient
hospital services and nursing home admissions; these were only partially offset by increased use
of community and in-home services -- “attributable in large part to On-Lok’s consolidated model
of case management” according to internal project evaluators. Zawadski, R., and C. Eng. “Case
Management in Capitated Long-Term Care.” Health Care Financing Review Annual Supplement
(1988):75-81.
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B. Content of Case Management

Several studies and reports suggest some CM-related program characteristics are important in
the provision of CM core and supplemental services to elderly and disabled individuals. These
include:

l Tailoring case management services in accord with each client’s functional abili-
ties and medical needs as well as the availability of informal support or care
givers,

0 Having diverse care coordination roles in arranging and supervising both skilled
or non-skilled home health services,

l Balancing potential conflicts between eligibility determinations and overall care
cost-savings,

0 Focusing on quality assurance and care monitoring, and

l Involving consumers/clients.

Tailoring Case Management Services To Client Needs. Case management is considered
/I a critical element of home care services for two important reasons: (1) elderly and disabled

adults have significant medical needs and functional impairments that require various types of
at-home services, often from multiple agencies and (2) many are also isolated, having few
informal sources of assistance or emotional support (e.g., lack family, friends, or care giver
neighbors).

The literature suggests that the core functions of case management (needs assessment, care
planning, service referral, service linkage and coordination, follow-up monitoring, and
reassessment) should be varied based on two key client characteristics: (1) functional abilities
and complexity of medical needs and (2) amount of informal help available. For example,
Zawadski and Eng (1988) recommend:

“For a client with minor impairment who is alert or has family assistance, good
information and referral is probably the only service that is needed. A moderately
impaired individual with little or no informal support would benefit from [the assessment,
linking, and follow-up functions ofJ case management. A seriously impaired individual
with a number of medical conditions, multiple interrelated needs and limited, if any,
informal support typically requires many services simultaneously and also needs close
monitoring to deal with these frequently changing conditions.“21

21 Zawadski and Eng, Ibid. 75-81.
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Service Arrangements For and Supervision of Skilled and Non-skilled Home Health
Services. Not all elderly and disabled patients require skilled home health services to be
provided by registered nurses or home health aides. Only those with medically complex
problems are likely to require such specialized services. With these, however, the case manager
is more likely to be intensely involved in assuring that critically important services are both
appropriately delivered and meets acceptable standards of quality care.

Some care plans also might involve services of a social worker, psychologist, or therapist (e.g.,
occupational or physical).

Nearly all clients, however, are likely to need some level of non-skilled, home-based personal
care services to help with activities of daily living (ADLs)--for example: bathing, eating,
dressing, toileting, or transferring from bed to chair. They are also likely to require some
assistance with instrumental activities of daily living (IADLs)--household  chores such as shop-
ping, cooking, laundry, and house-cleaning.

These personal care services require less skilled personnel and can be performed by family
members or friends. However, there may be difficulty involved with securing timely or constant
personal care services either by formal or informal care givers. The rapid staff turnover in
personal care agencies or job shifts among independent contractors may require a great deal of
case manager time in securing and monitoring services. When family or friends perform such
roles, case managers are more involved in training as well as providing emotional support and
periodic respite services.

Program Eligibility Assistance. Although every case management program seeks, to
some degree, to identify those for whom their service is most needed, many programs for the
elderly and adult disabled target on those individuals for whom case management can produce
clear cost savings. This is largely a result of the statutory Medicaid provisions for Home and
Community Based Waivers which support many of the existing long-term care oriented case
management programs. Actual or potential conflicts can arise between client advocacy and cost
savings when case managers are responsible for eligibility determinations (Justice 1988)?* The
experiences of case managers in the National Long-Term Care Channeling Project (Kemper
1990) reveals:

“Case managers were subject to potential conflict between their professional
responsibility as advocates to provide services to those in need and their responsibility
as administrators of public policy to terminate ineligible clients. Such tension is inevitable
whenever case managers are responsible for both advocacy and eligibility determination. ’

-.” ** Justice Diane . State Long-Term Care Reform: DeveloDment  of Communitv Care Svstems
in Six States:  Washington, D.C.: National Governors’ Association, 1988.
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Quality Assurance. Case management programs are often expected to assure the quality
of home-based care and services (Applebaum and Christianson 1988). While this function may
be considered a part of regular service monitoring, the prominence of home health services in
care plans for the elderly and the disabled suggests the need for clear guidelines for monitoring
the quality of these specialized services. The ability of a case management program to monitor
quality is likely to depend on the knowledge and training of the case manager to detect quality
of care problems and to depend on the time available for more intensive in-home supervision and
periodic client contacts.

Organizational arrangements, also, have considerable impact on the ability of case managers to
improve quality when they detect a pattern of poor performance. Realistically, improving
quality of services requires that the case manager have some ability to influence the service
provider through denial of payment, contract terminations, or other means. It also requires the
availability of other community providers who would be able and willing to provide higher
quality services. The extent of community home care resources is thus a factor in assuring both
access and quality.

r

Consumer/CZient  Involvement. Involving clients in care planning and quality assurance
is a growing trend. The younger adult disabled population has pushed strongly for greater
involvement and participation in all aspects of their care, including choosing which providers
deliver their personal care services and supervising provision of care. Elderly clients,
particularly those with significant cognitive impairments, in addition to physical disabilities, may
be less interested or able to assume a more direct role. Nevertheless, many of the elderly have
family or friends who can and do participate in supervising their care. The literature shows that
promoting client involvement requires sensitivity on the part of case managers as well as
“consumer” training and care plan monitoring assistance for clients or their families.=

C. Organizational Features

In the home care case management arena, several structural features influence the range and
scope of case manager roles and responsibilities--and potentially client access to care plan
services. These include:

a The type of organization that operates the case management program,
l Whether the organization provides home care services, in addition to case

management services, for its clients,

l Whether case management is provided on a long-term or short-term basis,

u Lewis-Idema, D., M. Falik, and S. Ginsburg. “Medicaid Personal Care Programs.”
Financing Home Care: Improving Protection for Disabled Elderlv Peoole.  (D. Rowland and B.
Lyons eds.)  Baltimore:Johns Hopkins University Press, 1991.

*
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l The extent to which case managers have resource allocation authority, and

l The flexibility in staffing based on client needs.

Organizational Sponsor. Elderly and disabled adults often need both acute and long-term
care services. There are differences of opinion on what is the right organization to bridge the
acute and long-term care sectors.

Hospital-sponsored programs. Christianson and colleagues (1991) summarized the
results of two major foundation-funded initiatives that supported the development of
hospital-based case management to bridge acute and long-term care.24 The projects
proved that hospitals can provide quality case management services that enhance the
continuum of long-term care services in their communities. The case management
services, however, were unlikely to be integrated with the institutions unless they either:
(1) generated increased revenues to the hospital or (2) demonstrated their ability to avoid
medical costs, Both proved to be very difficult.

HMO-sponsored programs. The development of Social HMOs  operating within the
constraints of a capitated  payment structure provides some information about HMOs
compared to other community-based programs in long-term care case management.
Although assessments of the contribution of the case management component within
S/HMOs to overall cost control, service utilization, level of informal care giving, and
other factors are not yet conclusive, Yordi (1988) observes that case managers are only
assigned responsibility for managing non-acute, long-term care services within the
SIHMOs.”  She further notes that the organizational sponsor was a major determinant
in the case manager’s roles, responsibilities, and authority over certain services:

11
. . . the case management component of the demonstration plans were determined

by their organizational model--whether the plan’s principal sponsor was an
established HMO or a long-term care provider that created a newly formed HMO.
Indeed, the organizational model often determined whether the case managers had
direct control over a service, or whether the case manager’s role was primarily
that of coordinating with another health care provider. The two S/HMOs affiliated
with established HMOs chose to leave primary responsibility and control over
acute care utilization to their respective HMO utilization review and discharge
planning staff. The S/HMOs  founded on pre-existing long-term care organizations

24 Christianson, J., L. Warrick, E. Netting, F. Williams, W. Read, and J. Murphy.
“Hospital Case Management: Bridging Acute and Long-Term Care. ” Health Affairs Summer
(1991):173-184.

25 Yordi C. “Case management in Social Health Maintenance Organizations.” Health Care
Financing RLview  Annual Supplement (1988):83-88.
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attempted to gain control over acute care utilization by assigning part of the
utilization review and discharge planning responsibilities to the case management
component of the S/HMO put they] experienced considerably difficulty with the
[hospitals and physicians]. ”

Community-based primary care organization. There are no completed studies on
long-term care case management for the elderly as performed by community/migrant
health centers or other types of community-based primary care providers.

Case Management By Specialized Agencies or Direct Home Care Service Providers.
organizations provide long-term care case management, including private case

management agencies, area agencies on aging, hospitals, county governments, home health  care
agencies, primary health care providers, private insurance companies, and health benefit plan
administrators. The organizational sponsor of home care case management usually determines
whether case management is provided as a separate service or by providers of home care
services. Some of these agencies render case management and no direct services. Others
provide both. There appears to be little consensus whether case management should be separate
from direct services.

The issue of a specialized agency vs. a combined approach is particularly salient when a case
management program is given authority to allocate resources or authorize reimbursement for
services. Some argue that to maintain objectivity and avoid financial incentives to authorize
more services than necessary, case ,management  agencies should be completely separate from
direct service providers (Justice 1990). Others contend that case management services
performed by those who also deliver direct services reduces inefficiencies of overlap in
activities, particularly with regard to direct care giving tasks that can be performed by case
managers, such as nursing or counseling (Cloonan and Shuster 1990, Hoyer 1990). Advocates
of the combined approach also suggest that case managers located in provider agencies also may
have more influence in assuring that patients actually receive care plan authorized services.

Duration and Intensity of Case Management Services. The nature of the disability will
influence the extent of long-term involvement by case managers. The frail elderly may need
case management for several years until the need for nursing home care is unavoidable or death
occurs. The adult disabled are likely to require intensive case management for some time, but
once a care plan is stabilized, their need for attention may be minimal. For some, duration and
intensity of case management services might reflect the availability of family or other care givers
to provide the desirable level of assistance.

There may be some situations, however, in which home health care should be case managed on
a short-term basis. For example, short-term case management can be useful when patients need
home health services after a hospital discharge. For these cases, case management can assure
that appropriate home care services are provided to promote recuperation, prevent re-

P hospitalization, and link patients to longer-term services, if necessary (Edelstein and Lang 1991).
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Resource Allocation Authority Long-term care is one of the few areas where case
managers may have authority to authorize or deny the services and resources needed to carry
out the care ~1a.n.~~ In some programs, case managers can purchase or authorize some
additional .services  not normally covered by the insurer or Medicaid (e.g., home and community-
based waiver programs) or may have complete financial control over, and are at risk for, all
health and social services provided to the patient (e.g., On-Lok, and often within other HMO
programs).

The ability to allocate resources can be used to:

0 Produce cost-savings from the case managed home care services by facilitating
access to a cost-effective mix of services (Justice 1990, Henderson et al.
1988);” and/or

0 Facilitate client care advocacy by giving case managers a strong tool to assure
access to the authorized services in the care plan.

There continues to be debate on whether case managers should control resources. The long-term
care literature highlights the potential tension between client advocacy and resource allocation,
suggesting that it is inevitable when case managers can withhold benefits from the very persons
they are trying to help. The more authority the case managers have, the greater this tension and
potential conflict of interest (Kane 1987).28 Alternatively, “if they merely make referrals, but
do not authorize or purchase services, case managers may not conceptualize [or have to deal
with] this ethical dilemma so clearly (Davidson et al. 1989).”

Other than pointing out the conflicts that arise when client advocacy interests compete with
resource allocation responsibilities or roles, however, the literature does not offer much guidance
on how to balance these roles. Some case management advocates would eliminate the source
of conflict entirely by not asking or expecting case managers to produce cost savings at all. But
the trend in public policy suggests that, if case management is to be funded by public agencies,
this solution is short-sighted. Indeed, the expectation that case management will be able to
achieve this result is central to discussions regarding extended home health and other long-term
care benefits in expanded or new publicly funded programs.

26 Case managers in programs for other populations funded under Medicaid waivers may
also have this authority, but it is currently most prevalent among programs serving the elderly
and disabled.

27 Henderson, M., B. Souder, A. Bergman, and A. Collard. “Private Sector Initiatives in
Case Management. ” Health Care Financing Review Annual Supplement (1988): 89-95.

28 Kane R A Kane R.L Long-term Care: Princinles.  Programs. and Policies, New York,
Springer. 1987.  ” ’ ’
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Flexibility in Stafing. The literature suggests varying both the intensity and staffing
patterns of case management services to reflect different client needs. One group of researchers
(Eggert et al. 1990) noted different amounts of case manager contact and varying emphasis on
specific functions based on different patient needs. The least intensive case management, which
involves little patient contact and fewer responsibilities can accommodate higher caseloads while
the most intensive case management requires lower caseloads. Eggert and colleagues suggest
that case managers allocate their time among their total case-load based on the following factors:

0 Client functioning (as measured by inventories of activities of daily living and
instrumental activities of daily living),

l Need for medical/nursing services in the home, and

0 Availability of informal care giver support.

Other studies suggest the value of employing a team of professionals with different skill levels
and dividing their responsibilities according to the expertise and competence required for each
type of case management role (Capitman et al. 1986). For example, higher level professionals
could perform functions requiring more professional training and skills, such as assessment and
care planning, while lower-level professionals could perform tasks that require less training, such

n as preliminary intake, service arrangements, and referral coordination.

A fusion of these two approaches may also be considered. For example, a team may be used
for severely disabled clients, while less disabled clients can be case-managed by one person.
In one program, a “neighborhood” team approach involved a nurse, social worker, and aide in
managing care for a severely disabled population. Another program sponsored a “centralized”
individual case manager model, with community nurses serving as case managers, responsible
for assessment, care plan development, and periodic reassessments (primarily through telephone
contacts). A study of these two approaches for a severely disabled population found that:2g

l Team case managers
nursing care, patient
case management.

l The team approach was more effective in lowering length of hospital stay

made more home visits to provide direct services, such as
education, counseling, and support services in addition to

(although it did not result in fewer admissions) and in lowering the use of home
health services compared with the individual model.

2g Eggert, G., J. Zimmer, W.J. Hall, and B. Friedman. “Case Management: A Randomized
Controlled Study Comparing a Neighborhood Team and a Centralized Individual Model. “ Health
Services Research 26, no. 4 (October 1991):471-507.
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Several structural and environmental constraints can limit the ability of case management
programs to promote access to the full range of home and community-based services, as required
by elderly and disabled adults. These include:

a Expectation of cost savings on the part of funding agencies,

0 Shortages of essential community resources for implementation of care plans,
especially skilled and non-skilled home care services, and

l Regulations of funding sources, particularly requirements that “all services be
certified as medically necessary.”

Expectations of Cost Savings. When cost control is a major funding criteria, case
managers may in addition to their service authorization roles be given a limit on the overall cost
of services--limits per client or for all cases. Furthermore, the program sponsors may be held
financially at risk for the cost of services through capitated  payment methods and for amounts
that cover a designated set of services. While these strategies are considered critical factors in
an agency’s ability to achieve cost savings, they can serve to limit access to services, rather than
facilitate it.

Gaps in Community-Based Services. As is the case for other special populations,
shortages and inadequacies in some of the most critically-needed services constitute significant
constraints on the ability of case managers to carry out care plans. Home health, homemaker,
and personal care services especially are in short supply, and staff turnover tends to high.
Service availability gaps can restrict the ability of case managers to carry out care plans, and
potential CM program effectiveness will be compromised.

Medical Necessity Requirements. Medicaid is frequently the only payer of homemaker
services, since most private insurance plans do not cover these needs. The DSPPD home care
demonstration program while broad in service benefits is limited to only five sites, serving a
modest number of the potentially needy. Medicare, Medicaid, and some private insurance
companies require documentation from a physician that in-home and personal care services are
“medically necessary. ” According to Justice (1990), these requirements undermine case
management goals related to improving functional status and independence. Increasingly experts
in the long-term care field are focusing on functional rather than medical criteria to target home
care--home health and personal care--services.

IIB-59



/I

Iv. AIDS AND HIV-INFECTED PERSONS

HIV Early Intervention Services Progmm. The DSPPD administers Title III of the Ryan White
CARE ACE of 1990 which provides grants to community-based organizations, including
community health centers, for outpatient HIV early intervention services and related primary
care, Early intervention consists of educational, medical, and psychological services designed
to prevent firther  transmission of HIV infection, to delay onset of illness, and to ease access to
essential health and related social services.

Program emphasis is on providing a continuum of services through community-based providers.
Over half of the Title III grantees are Community and Migrant Health Centers. The other
grantees include Health Care for the Homeless Programs, local health deparments,  family
planning agencies, Comprehensive Hemophilia Diagnostic and Treatment Centers, and private
non-profit organizations.

Most of the grantees provide outreach and case management services. Currently optional
services under Title III grantee guidelines, outreach and case management are increasingly
viewed as basic HIV-related services. As the literature indicates, case management has been
an important feature of pre-Ryan white, community-based programs that served HIV/AIDS
persons.

A. Evidence of Effectiveness

Unfortunately, the terminal nature of AIDS has meant that case management is seriously limited
in its capacity to achieve significant improvements in health status. Furthermore, popular fears
and insufficient funds for the treatment of AIDS often impede case management efforts to secure
community services. Some fiscal relief, however, is being provided through increased federal
funding levels for AIDS services, particularly through the Ryan White CARE Act. Measures
of case management effectiveness relate primarily to facilitating access to other community-based
services, reducing hospitalization rates, and addressing the personal and psychosocial effects of
facing a terminal illness.

As with other special populations, case management appears to make a difference, but it is very
difficult to determine why it does and to what degree it does so. For example, a study by
SysteMetrics/McGraw Hill of four AIDS Service Demonstration projects funded by the Health
Resources and Services Administration concluded that:

“Case management is a critical ingredient in the community-based model of care for
people with AIDS. . .[yet] despite the consensus that such coordination is beneficial, the
services comprising case management remain quite variable. Given this variety in case
management, an assessment of the most appropriate models of case management for
people with HIV-related conditions is needed, taking into account the needs of the
various populations and patients at different stages of illness and types of services that
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can be delivered by different types of personnel and organizations. ‘130

Because AIDS case management programs are in the early stages of evolution and experience,
such well designed evaluations of AIDS case management have yet to be conducted. Several
studies, however, suggest that case management can facilitate access to home and community-
based services by persons with AIDS (PWAs)  and HIV-infected individuals, and thus reduce
hospital and nursing home utilization--if sufficient community services are available (Benjamin
1988).

There is some belief (or expectation) that case management for AIDS patients will result in
lower overall costs. AIDS researchers, however, caution against the “cost-effectiveness trap”
in developing impact criteria. Benjamin (1988) suggests that evaluators consider other measures
of program effects that are more pertinent to meeting the immediate needs of the AIDS-HIV
population (e.g., patient, family, and care giver preferences as well as the benefits of strengthen-
ing existing social support systems).

San Francisco and Los Angeles community-based case management programs offer
notable long-term experience with AIDS case management. In the Los Angeles AIDS project
case management improved access to and use of community-based medical, psychological, and
social services (Sonsel 1989).

Robert Wood Johnson Foundation (RWJF) AIDS Health Services Projects. The
experience of these nine projects showed that case managed PWAs were more likely to receive
various community services--home care, housing, substance abuse treatment, and transportation.
Overall, RWJF evaluators concluded that the RWJF AIDS Health Services programs had
effective procedures for attracting clients and policies for delivering services equitably to
appropriate clients (Fleishman 1990).

Over the longer term, expectations for continuing the success of PWAs’ case management will
depend on the availability of critical community-based services to meet the needs of newer
segments of the AIDS and HIV-infected populations, particularly IV drug abusers, women, and
children. Evaluations also must take into account the influence of varying levels of service
utilization and types of changes over time, particularly those involving either new treatments or
increased service capacity. Jellinek (1988) clearly cautions that it will become “extraordinarily
difficult to isolate the effects of these case-managed systems of care from [other] effects [such
as] improvements in treatment, changes in service needs resulting from shifts in the types of
patients with AIDS, and other changes unrelated to the systems themselves” (Jellinek 1988).

30Andrews,  R., and E. Howell. Executive Summarv: Evaluation of AIDS Service
Demonstration Projects. Final Report to the Health Resources and Services Administration,
October 1989.
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B. Content of Case Management

The distinctive features of persons with AIDS (PWAs)  and those infected with HIV are their
needs for multiple medical and social services as well as their socio-demographic diversity.
Social stigma and problematic family relationships exacerbate the psychosocial and service access
problems that must be addressed by case managers. A recent survey of AIDS case management
programs indicates that the following are integral or core CM services: intake, assessment,
service planning, referral and care coordination, monitoring service delivery, monitoring
changes in client status, and client care advocacy (Fleishman et al. 1991).

This review of descriptive studies and early implementation lessons also shows that the following
considerations warrant special attention in structuring AIDS case management programs:

l Scheduling periodic, if not frequent, reassessments to address changing medical,
psychological and social welfare needs,

0 Providing intensive social and emotional support services, and

l Dealing with the problem of multiple case managers, and the potential for
unwarranted and confusing duplication of case management services.

,-, Periodic reassessments. The unstable and episodic nature of AIDS requires frequent
reassessment of needs (Crystal et al. 1990). In the later stages of the disease, for example,
impaired mental status (e.g., AIDS-related dementia) or severely diminished physical capacity
should be taken into account in revising the care plan and service delivery arrangements (e.g.,
more intensive home care, alternative living arrangements, respite services, or hospice).

Social and Emotional Suppon. AIDS case management programs have found that PWAs
need a great deal of counseling and emotional support to deal with the medical, psychological,
and other aspects of their disease. This is, in part, due to the terminal nature of the illness as
well as the stigma associated with it. A significant proportion of the AIDS population may be
socially isolated, lacking the traditional family and religious supports so important during times
of personal crisis.

The importance of providing social and emotional support is recognized by all AIDS programs.
Some programs assign the counseling and emotional support responsibility to the case manager.
Other programs develop a volunteer support system to supplement the case manager’s
assessment, care coordination (brokering), and service monitoring roles. Volunteer “buddies”
have become an important adjunct in several case management programs. In some instances,
volunteers provide a range of critical case management services.

The “San Francisco Model,” which developed a continuum of home and community-based care
for AIDS patients, relies heavily on a strong volunteer (“buddy”) support network to provide;7Y
one-on-one social support. The AIDS Project in Los Angeles expanded the role of volunteers
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to encompass emotional and service support as well as other case management services (e.g.,
intake, screening, and interim advocacy until a permanent case manager is assigned). In ~0s
Angeles, “buddies” offer social support, make periodic phone contact, and provide transportation
to various medical, psychological, and other social services appointments (Sonsel 1989).

Multiple Case Managers. Facilitating and monitoring care for the AIDS and HIV-
infected populations is complex. Often it is likely to involve not only core case management
services (e.g., assessment, care planning, and referrals), but also critical supplementary services
(e.g., psychosocial and legal counseling as well as assistance with other basic needs such as
housing). The AIDS/HIV population is likely to use various community-based health and
welfare programs, many of which may provide case management. Thus, an AIDS/HIV person
may have multiple case managers, and there is often too little or no provision made for adequate
coordination. For this population and other targeted risk groups, there may undue duplication
of case management services. For example, there may be separate case managers for health
care, housing, and psychosocial services.

For multi-problem populations, there has not been sufficient consideration of coordination among
case managers or of designating a single case manager. Increasingly, program administrators
will be called upon to work together to design more efficient, multi-agency case management
systems.

C. Organizational Features

Organizational questions discussed in the literature center on organizational sponsorship and
staffing. Specific issues include:

0 Provision of services through hospitals or community-based programs,
l Case manager skills, training and responsibilities,
a Support for case managers to deal with “burnout,” and
0 Staffing and caseload management strategies.

Organizational Sponsorship. A major debate pervading the AIDS case management
literature focuses on which organization should take the lead responsibility--hospitals or
community-based organizations (CBOs). Advocates of the hospital model contend that they are
more appropriate because PWAs require repeated hospitalization, sophisticated treatments, and
extensive medical monitoring. Supporters of the CBO model argue that, over the long-term,
better quality care can and should be provided within the community--reducing the need for
unnecessary hospitalization and improving the individual’s quality of life at various stages of the
disease.

Most studies emphasize increased collaboration between hospital social workers responsible for
discharge planning and CBO-assigned AIDS case managers. The lack of “bridge case
management” that links the hospital effort with CBO services continues to be a problem (Koska

IIB-63

MIX hmciate8



i

:!

i

I

1990). One compromise position, reflecting limited empirical data for guiding these decisions,
would support shared responsibility. Under this approach, prime case manager responsibilities
would change as the medical status and social service needs change. This approach requires
clearly defined transfer and information-sharing protocols (Piette et al. 1990).

Over time, the CBO orientation may become more dominant. Federal funding, principally
through the Ryan White CARE Act, supports community-based services. As the nature of the
disease changes, and survival time increases, more cases will be treated in community-based
clinics for extended periods (Crystal et al. 1990). A community orientation is also emerging
in some private insurance-sponsored case management programs, which increasingly emphasize
home care and non-traditional benefits as a means for reducing the risk and costs of
hospitalization.

The location of case management appears to affect both resources and case manager roles. A
survey of hospital and CBO case managers indicates (Piette et al. 1990):

l Hospital case managers report more interaction with other service providers and
health care professionals than CBO case managers;

l Hospital case managers, however, report greater difficulty in attracting emotional
support volunteers, while CBO case managers report difficulties in securing basic
services (e.g., home health, housekeeping) and program entitlements;

l Hospital case managers view their role as an “agent” in securing access to
services, while CBO case managers were more likely to focus on fostering client
independence, including a greater self-help capacity; and

l Hospital case managers provide more intensive clinical psychological counseling
and therapy than their CBO counterparts.

Whether these differences were due to location is unclear. The survey suggests that case
manager training and professional orientation may also be a factor in the scope and type services
provided. For example, nearly two-thirds of hospital case managers had a social work degree,
and 15% held a nursing degree. In contrast, 68% of the CBO case managers did not have a
degree in either field.

Case Manager Skills and Training. Persons with AIDS often, particularly in the later
stages, need “high-tech” home care services (e.g., IV-therapy and total parenteral nutrition
therapy) and may experience periodic hospitalizations. Reimbursement programs, including
Medicaid’s home and community-based service programs for AIDS patients, may require that
patients be functionally impaired at levels warranting institutional level care. Case management
for these clients, thus, involves both assessment of health status and monitoring of medical care
treatment (Crystal et al. 1990).
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The AIDS literature is mixed as to whether expertise in medical care should guide selection of
case managers. Some advocate that nurses offer the skill mix necessary for dealing with highly
complicated medical cases, particularly when their conditions are likely to change over time
(e.g., Crystal et al. 1990). Others argue that existing case management systems overemphasize
the medical model, focusing primarily on linking the client to a range of existing services rather
than assisting the client in managing his/her own illness and mobilizing family and community
support (Freudenberg 1990). From this perspective, social workers’ training is more suitable
for providing emotional support and counseling, family or care giver education, and care
advocacy within the community.

Bridging these two perspectives, Ryndes (1989) suggests that medical social workers and public
health nurses offer a combination of clinical training and familiarity with community resources.
Koska (1990) describes another staffing option: a modified team approach with nurses and social
workers shifting primary responsibility for care coordination in response to the changing needs
of the patient, including care implications of different disease stages. Similarly, social worker
case managers within an HMO AIDS program can coordinate care with a team of medical staff
professionals (Philbin  and Altman 1990).

Case Manager “Burn-out. ’ Case management of special populations, particularly AIDS
patients, can be very stressful. Contributing factors include: high and rising case loads, terminal
nature of the disease, intensive need for social and emotional support, and significant gaps in
the services system. “Bum-out” problems surface within the AIDS case management literature,
but also apply to other populations. Some suggestions for minimizing the potential “bum-out”
problem include:

0 Creating a client mix so case managers can work with different types of patients
(This would be feasible for organizations that do not exclusively serve PWAs, for
example, C/MHCs  funded under Title III of the Ryan White CARE Act.),

l Providing stress reduction training and skills for case managers serving primarily
PWAs (In effect, case managers receive counseling and support related to their
own situations.), and

0 Expanding community resources for PWAs, including negotiation of interagency
agreements for facilitating service coordination and care access (Frustration-
related stress for case managers occurs often as a result of being unable to carry
out a care plan.).

Staflng  and Caseload Management Strategies. Intensive case management for PWAs
requires a small caseload. For example, New Jersey’s program set a limit of 35 clients per case
manager (Crystal et al. 1990). With limited staff, most AIDS programs are unable to provide
this level of intensive case management. The extremely rapid and dramatic increase in AIDS
cases in recent years combined with success in life-prolonging AIDS treatments will place
extreme stress on already overburdened case management programs.
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Over the near term, AIDS case management programs are forced to find new ways to “expand”
their capacity for serving new clients. Three strategies have evolved to address program
capacity pressures:

l Developing a patient triage system, in which case management is provided at
different levels of intensity, based on an assessment of client needs (Piette et al.
1990),

0 Assigning patients to either a professional case manager or a volunteer case
manager, taking into account patient needs (Piette et al. 1990), and

0 Establishing a computerized client tracking and information system, which can
streamline some case management functions, such as service arrangement and
monitoring (Sonsel 1989, Ryndes 1989, Benjamin et al. 1988).

Although systematic evaluations of these approaches do not yet exist, each of these strategies
represents a pragmatic approach to addressing immediate staffing needs. One immediate concern
is that reliance on volunteers will become increasingly difficult in the future. Even in highly
effective volunteer programs --primarily those serving homosexual men--the volunteer pool is
being exhausted, It will be far more difficult to develop volunteer “buddy” support systems for
other AIDS groups, especially IV-drug users. As the demographics of the AIDS population
changes, the volunteer strategy may not be a viable option.31

D. External Constraints

The AIDS and HIV-infected populations face compounded service access problems: lack of
targeted community-based services and societal ambivalence in addressing medical and social
needs. Jellinek (1988) highlights several barriers to developing coordinated community
responses to the AIDS epidemic and potential impediments to effective case management.

Community Politics and Coalition-Building. The “politics of AIDS” may influence the
design of case-managed systems for PWAs. For example, conflicts can arise over which
providers or agencies should be part of the service network, what degree of agency independence
should be allowed in serving PWAs  (e.g., type and scope of services), and who has access to
limited resources (e.g., grants and reimbursement). Jellinek suggests that political conflicts can
be diffused by placing “project leadership in a well-established community agency generally
perceived as neutral by other providers. ” Not surprisingly, leadership is critical for taking the
first steps in building a coordinated effort as well as nurturing its progress.

31San  Francisco Ryan White CARE representative, Plenary Session, HRSA grantee meeting,
December 199 1.
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The related issues of coalition-building and centralization are highlighted in the AIDS area. This
reflects widespread concerns about the inadequacy of available community resources to meet
spiraling demand. Advocates of a lead agency or a closely-knit coalition approach seek to
improve services by:

l Identifying and working together to fill service gaps,

0 Developing common assessment forms to be used by different types and levels of
providers,

0 Negotiating the type and scope of services to be provided by each agency, and

l Developing a community-wide management information system to monitor
utilization and clinical outcomes (Ryndes’ 1989, Benjamin et al. 1988).32

A coalition-based or coordinated lead agency effort, however, takes considerable time, goodwill
among collaborative agencies, and often targeted incentives (e.g., federal funding or program
guidelines). Ryan White funds certainly support this direction, and through Title III, C/MHCs
have an opportunity to play an increasingly important role in both providing community-based
services and CM care coordination.

“NIMBY”  Syndrome. Fears and stigma associated with AIDS pose special problems for
developing and locating essential services. For example, housing is a chronic problem for
PWAs,  and is likely to become worse as rates of infection among women and children increase.
Similarly, community fears about group homes, foster care arrangements, and schools have
already surfaced. Here again, public education and broad-based community leadership will be
necessary.

Adequate and Flexible Funding for Community-based Services. Without adequate and
flexible funding necessary services will not materialize. Fleishman and colleagues (1991)
observe that case management does not substitute for the availability of other services. After
surveying 1000 case managed PWAs  (served by RWJF AIDS H&h Services program grantees),
they concluded that having a case manager is not significantly correlated with amelioration of
service needs. This finding may be explained by the lack of services rather than problems with
case management. Other AIDS experts similarly caution that case management cannot make up
for the absence of critical services or inadequacies in existing ones (Freudenberg 1990),
particularly in rural communities (Rounds 1988).

32Automated  computerized information and care monitoring systems can become
controversial, as was evident in recent Federal efforts to develop a uniform database for Ryan
White grantees. Issues of confidentiality of person-based records and privacy concerns must be
addressed by case management program sponsors.
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Multiple categorical funding streams, with different and sometimes conflicting requirements,
create significant service delivery and coordination problems. Jellinek (1991) urges the in-
volvement of local, state, and federal governments in coordinating diverse categorical funding
streams for flexible use to meet the needs of individual communities and individual clients.

While Jellinek agrees that system advocacy must be undertaken to ameliorate shortages or the
absence of services for patients, he believes that case management agencies should not divert
their energies. Individual case management is and should be their primary role. System
advocacy and resource development, thus, should be assumed by others in the community.

Cost-Savings Expectations. In an area where community resources are so inadequate to
meet client needs, it is difficult to establish a standard against which to measure efficiency of
alternative service delivery or case management systems. When assessing the cost-containment
potential of case management for other populations, service utilization is often a variable in
determining return on investment. With increasing life-expectancy, we can anticipate that PWAs
will require longer-term, albeit more periodic, care.

Not surprisingly, even when improved quality of care and client satisfaction are stated as explicit
program goals, cost containment often surfaces as a priority. Economic and quality goals,
however, are not mutually exclusive. For example, when cost savings are a primary goal,
emphasis might be on flexible packaging of nontraditional services, such as personal care or
respite service for informal care givers (Freudenberg 1990).



V. ALCOHOL AND DRUG ABUSERS

Integmted Primary Care and Substance Abuse Treatment. This  three year interagency
demonstration program combines the resources and expertise of the DSPPD and the National
Institute on Drug Abuse to address growing substance abuse and related HIV transmission
problems. Program emphasis is on linking primary care and substance abuse treatment
programs, thus providing a continuum of services through integrated systems of care.
Participating organizations include Community and Migrant Health Centers, drug abuse
treatment programs, state and local health depatnnents, academic institutions (e.g., medical
centers), and criminal justice programs.

Often there is little coordination between substance abuse treatment  programs and primary health
care agencies. This demonstration program will test the feasibility of integrating community-
based primary care with substance abuse treatment. At-risk populations include substance
abusers and their families. Of the clients that agreed to be tested, 15% tested HIV-positive.
With an emphasis on integrated service delivery arrangements involving multiple agencies, case
management is a mechanism for improving access, continuity of care, and health status (e.g.,
e$ective  treatment of drug abuse and reduced rates of HIV transmission).

A. Evidence of Effectiveness

Effectiveness of case management programs for substance abusers is especially difficult to
measure since there remain so many unknowns regarding the effectiveness of alternative alcohol
and drug abuse treatment programs.

Virtually no well designed and executed studies address the value of case management in treating
alcohol or drug addiction, either as an independent contributor or as part of an overall treatment
approach. Two NIAAA Community Demonstration Projects (Boston and Minneapolis) for
Alcohol and Drug Treatment of Homeless Individuals are employing experimental designs to test
the effectiveness of case management programs. Findings are not yet available.

B. Content of Case Management

Though case management is accepted as an important component in the substance abuse
rehabilitation process, there have been few, if any, studies that have examined which case
management program elements are critical for this population, or for specific target groups (e.g.,
teens and those dually diagnosed such as chronically mentally ill or pregnant substance abusers).

When viewed as a whole, the literature suggests that case management for alcohol and drug
abusing populations should:
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l Focus on multi-problem, treatment-resistant people,
0 Develop patient-oriented goals stressing stabilization, rather than complete

recovery,
0 Devote time to service coordination and individual care plan advocacy,
l Link case management with substance abuse counseling and therapy, and
l Differentiate services for subgroups of the population.

Focus on Multi-Problem Patients. One of the most comprehensive assessments of case
management in substance abuse treatment (Willenbring et al. 1990) suggests that multi-problem,
difficult-to-treat clients (as differentiated from those who respond well to acute care treatment)
are most likely to benefit from case management. Program researchers contend that case
management is “especially appealing” for substance abusers who need long-term, continuous
treatment and intermittent support, precisely because case management can help to coordinate
care over a long period. This would include “chronic public inebriates, persons with both HIV
infection and drug dependence, and young single mothers using crack. ” Another study suggests
that clients most likely to benefit from case management are “those with poor prognostic
indicators at admission, such as heavier alcohol and drug use, previous treatment failures, lack
of social support and so forth. ” 33

Establish Stabilization as a Client Goal. In recognition of the long-term nature of
recovery from addiction, interim case management client goals or objectives should be expressed
in terms of stabilization, rather than complete recovery. Treatment plans should reflect the
reality that patients are expected to remain involved in alcohol or drug treatment programs for
some time. (Willenbring et al. 1990).

Urge Greater Service Coordination and Individual Advocacy. kmy alcohol and drug
treatment services are provided in “special-purpose” settings, separate from the general medical
or social service systems. Case managers may need to work harder to coordinate the services
of “regular” providers with those of substance abuse treatment agencies. Heroin users, in
particular, are socially isolated, and the treatment facilities (methadone clinics, especially) are
frequently located in high crime, high poverty neighborhoods. This makes it harder to integrate
substance abuse services with the rest of the health and social services systems of care.

In addition, the stigma attached to addiction, coupled with the illegality of most drugs, con-
tributes to the punitive attitude on the part of the general service sector. There is fear and
condemnation of those associated with illegal drugs. So case managers must advocate on behalf
of these clients to facilitate real access to various care plan services (e.g., therapeutic and family
counseling, housing, and employment services).

33 Quote from Willenbring, M., et al. (1990),  citing results from Lightfoot, L, et al. “Final
Report of the Kingston Treatment Programme Development Research Project.” Canadian Dept.
of Health and Welfare, Health Promotion Directorate, 1982.
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Link Case Management and Therapy. One of the major controversies around the practice
of case management for substance abusers concerns the extent to which case managers should
function as clinical therapists.

One investigation of case management practices in alcohol and drug abuse programs (Graham
and Timney 1990) found that only 25% of the “actual contact time” went to service coordination
and advocacy, while the majority of time was devoted to counseling and personal support to
clients and their families. Whether this emphasis was appropriate is unclear. Similarly, within
a Minneapolis program for homeless substance abusers, case managers “have shown a tendency
to provide more direct service (counseling), de-emphasizing the basic case management func-
tions. ” Program managers apparently regarded this emphasis to be misplaced and have
subsequently focused training and supervision efforts on increasing core case management
activities.34

The “counseling” controversy, also, spills over into debates about case managers’ skills and
training. If counseling is so critical, should case managers be trained as certified alcohol and
drug counselors, or should counselors be cross-trained as case managers? The jury is still out.
For example, Willenbring and colleagues (1990) describe the service coordination and
monitoring roles historically played by skid row social workers, probation/parole officers, and
public health nurses. Their recommendation is a team approach that involves these
professionals.

Diferentiate  Services for Subgroups. Based on a comprehensive literature review and
interim research results, Willengbring and colleagues (1990) recommend a variable set of case
management functions and direct services, each tailored to meet the needs of different target
groups. They suggest that all programs would provide six primary case management services:
(1) client identification and outreach, (2) assessment, (3) care planning, (4) service linkage, (5)
service monitoring and evaluation, and (6) client advocacy. Emphasis, however, might vary
with the special needs of each target group. The researchers assume that all clients would
receive alcohol or drug treatment, such as counseling, although the specific type and extent of
such treatment would vary, depending on the nature and severity of the problem.

The resulting matrix lists the case management functions to be emphasized for each of nine
separate target populations of alcohol or drug abusers. While the rationale for assigning
priorities for a particular subgroup is not always explained, they present a matrix to “illustrate
a method to describe particular case management applications. ” For example:

0 Chronic public inebriates may need greater efforts devoted to outreach, service
linkage, and system advocacy. Their primary direct service needs would
encompass housing, financial, medical, social skills, and vocational counseling.

34 Willenbring, M. et al. “Community Treatment of the Chronic Public Inebriate.”
Alcoholism Treatment Ouarterly 7, no. 2 (1990).
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0 Adolescents may require intensive assessment and care planning. Their primary
direct service needs would include psychiatric treatment, family counseling, and
educational services.

a Persons with severe mental illness and addiction require careful assessment,
service monitoring, and client advocacy. Their primary needs would be
psychiatric treatment, housing, vocational training, and living skills training.

Flexibility and tailoring case management services to meet the particular needs of subgroups
appear to be very important in dealing with: (1) multi-problem populations and (2) populations
that have diverse demographic characteristics that are relevant for care planning, treatment, and
service coordination.

C. Organizational Features

Organization of services should be guided also by the specific needs of substance abusers. The
Robinson and Bergman (1990) study of case management programs for the mentally ill offers
insights for structuring CM programs for substance abusers--who often require mental health or
related counseling services.” The organizational features and related variables include:

l Duration of case management, ranging from an indefinite period to specified
limits,

l Intensity of patient contact and staff ratios, ranging from frequent, daily contacts
to infrequent, quarterly contacts or high staff ratios (1: 10) to low (1:75),

0 Focus of linkage services, broad range of services vs. narrowly focused on a few
types of services,

0 Availability of case manager, 24 hour a day vs. office hours,

l Site of service, in vivo vs. office only,

0 Consumer directed vs. professionally directed,

l Degree to which client advocacy is emphasized,
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35 Robinson. G . and G Bergman. Choices in Case Management: Current Knowledge and.

/I Practice for Mental Health Programs. Washington, D.C.: Mental Health Policy Resource
Center, 1990.
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l Case manager training--advanced professional degree vs. on-the-job training for
people with a minimum formal education,

0 Case manager authority over services--complete vs. none,

0 Team v. individual models for assigning clients to case managers.

Willenbring also applied this classification scheme in reviewing case management programs for
substance abusers. While they did not find any studies that compared the effectiveness of these
program characteristics for specific sub-populations, they offer some suggestions that warrant
further examination. For example:

0 Substance-abusing women with children may require a broadly focused case
management approach, with 24 hour availability and an emphasis on client
advocacy.

l IV-drug abusers with AIDS or a positive HIV test also may require a broad focus
and long-term involvement.

0 Medically ill alcoholics might require only office-based case management in a
primary care setting, delivered by advanced degree case managers.

Here again, it appears that subgroup characteristics may prove to be critical factors in designing
case management programs.

D. External Constraints

As with most of the special populations, inadequacies of the service delivery system may
constrain the ability of case managers to exercise their responsibilities effectively. For multi-
problem substance abusing clients, there are additional, possibly unique, barriers to service
coordination. According to Willenbring and colleagues (1990) most of the problems
encountered by case management programs relate to substance abuse treatment agencies
themselves. They suggest that substance abuse treatment agencies often are:

0 Possessive about their clients, thereby inhibiting cooperation with the case
manager,

l Resistent to admitting certain types of clients, and
0 Insistent on complete abstinence rather than stabilization.

When case managers cannot find cooperative agencies willing to work on interim recovery goals,
their clients may become even more pessimistic and less likely to succeed on other levels as
well. Developing collaborative relationships with direct service providers, thus, may become
a very time consuming part of case management for substance abusing populations.
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VI. HOMELESS PEOPLE -- INDIVIDUALS AND  FAMILIES

Health Care for the Homeless Progmm. This DSPPD program was established under the
Stewart B. .McKinney  Homeless Assistance Act of 1987, and is designed to improve access to
primary health care and substance abuse treatment. Additional services include case
management and assistance in obtaining eligibility for other social werfQre programs (e.g.,
housing). The principal grantees are community-based organizations, including Community and
Migrant Health Centers, local health departments, and community coalitions. Currently, there
are 110 grantees serving both urban and rural communities in 4.5 states, the District of
Columbia, and Puerto Rico.

Innovative models of health care delivery include nontraditional settings to facilitate access by
the homeless--areas where homeless people gather, through mobile medical teams, and in
shelter-based clinics. Children, adolescents, and families make up a significant portion of the
population served. Children and teenagers alone accountfor 20% of the total users of services.

Case management and coordination of services are integral features of the Health Care for the
Homeless Program. Case management is defined as the “process for locating and integrating
primary care with other specialized services on behalf of the recipients. N Grantees must
establish “team-oriented case management or similar care coordination systems to eflectively
integrate primary care, substance abuse and other services. a Given the nature of the problems
facing homeless persons, case managers are likely to be involved in facilitating access to a
spectrum of social services. Thus case management is viewed as substantially broader and more
complex than medical case management.

A. Evidence of Effectiveness

Efforts to address the problems of the homeless, through case management or other targeted
programs, are relatively new. Only in recent years has the problem of homelessness become
so compelling and prominent. Rising numbers include at least two distinct groups: (1) the
deinstitutionalized  chronically mentally ill who have no other community-based housing and (2)
victims of the economy who have fallen between the cracks of a faltering social welfare system.
Because of the lag in program implementation and evaluation, research about the latter is less
available.

Experience, programs, and evaluations are in the early stages. Thus, we have limited
information to guide program development. As with alcohol and drug abuse, there are few
studies on the effectiveness of case management in helping homeless persons to lessen some of
the problems that result from homelessness.

Two major national programs
the homeless include:

that have been funding community-based health care programs for
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I’ ’ The Robert Wood Johnson Foundation and Pew Charitable Trust’s Health Care for the

i

Homeless program funded 19 sites across the country to provide direct medical services in

shelters and to help the homeless locate other health and social services. Since case management
was never a distinct program component, the program evaluation was unable to examine its
contribution to program results.”

I.
The Stewart B. McKinney  Homeless Assistance Act funds various community-based

organizations, including private non-profit agencies, local health departments, and community
coalitions serving homeless people. Evaluations are in progress. Findings on case management
are not yet available.37

B. Content of Case Management

A recent report defines the practice of case management for homeless families as involving the
following interrelated functions: (1) intake, including assessment and crisis intervention, (2) goal
setting, including preparation of an action plan for services and referrals, (3) periodic case
reviews and follow up with the family after they leave the program, and (4)
advocacy/networking for expansion of resources and services within the community.38

While there is a dearth of well designed studies on case management for this population,
/7 program experiences reported from the field offer some suggestions about the design components

I
important in case management programs for homeless people. These include:

l Outreach, including intensive case identification,
l Emphasis on arranging for temporary and long-term shelter,
l Combined crisis intervention and long-term case management,
l Comprehensive assessment, service coordination, and social support to help

clients reintegrate into society, and
l Differentiating services for subgroups of the population.

36 Conversation with James Wright, Ph.D. Tulane University, January 1992.

37Conversation  with SysteMetrics’  Project Director for the HRSA funded study.

38 Cousineau M., M. Casanova, and R. Erlenbusch. “Case Management for Homeless
Families: An Integrated Multi-Disciplinary Approach.” Delivering Health Care to Homeless
Persons Washington, D.C.: National Association of Community Health Centers, Inc., June
1990. This report was supported by a grant from the Health Resources and Services
Administration, U.S. Public Health Service.
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Outreach. Bringing homeless people into treatment, particularly the chronically mentally
ill, is a significant case management challenge (First et al. 1990, Rife et al. 1990). Outreach
is also important for the general homeless population who have been alienated and
disenfranchised. Without an address, without shelter, case management begins in vivo--where
the homeless can be found.

Emphasis on Temporary and Long-Term Shelter. For all the homeless, short-term
emergency shelter and longer-term stable living arrangements take priority over most other
health and social service needs. Certainly, the condition of homelessness makes people more
susceptible to certain diseases, including tuberculosis and other respiratory diseases, serious
infections, AIDS and HIV infection, and malnourishment. Homelessness makes it difficult, if
not impossible, to follow through with medical treatments for diagnosed conditions.

Some programs funded by RWJF and Pew created recovery or “respite beds” in shelters so that
homeless people could recuperate from acute injuries or illnesses. This is only an obvious stop-
gap measure. Long-term housing is a first-priority for case managers as they attend to the
immediate and critical needs of the “homeless”. Cousineau and colleagues suggest that case
management may be “more effective for homeless individuals residing in transitional housing
programs that allow three to 24 month sta~s.“~~

Combined Crisis Intervention and Long-term Case Manugemem. Intensive crisis
/ intervention and long-term case management are important for the homeless. Since it is often

difficult to maintain client contact, the most critical period for intensive client contact may be
during the initial assessment and service planning phase (First et al. 1990). Nonetheless,
continued case manager follow-up must be a priority. One study found that “clients who
received more frequent contact from their case manager were significantly more likely to remain
in their [housing] placement than were those who did not receive frequent contact...(First et al.
1990, Rife et ai- i991).”

Similarly, a study of nine formerly homeless families (at risk
recommends that case management must continue long enough to
homelessness is broken (Notkin  et al. 1990).

of repeat homelessness)
ensure that the cycle of

Comprehensiveness--Assessment, Service Coordination, and Social Support to Help
Clients Reintegrate into Society. The homeless are extremely isolated from mainstream society.
Thus, case management programs should take extra steps to re-integrate clients into society
(Stephens et al. 1991).

The Los Angeles Homeless Health Care Project staff recommend a multi-disciplinary approach
for addressing the continuum of needs, by advocating the following as core case management
functions: (1) intake assessment and crisis intervention, (2) care planning and goal setting, (3)

39 Cousineau et al., Ibid., 2.
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service referrals and program eligibility assistance, (4) intensive follow-up with clients, and (5)
advocacy.@

Case managers should assess service needs broadly and arrange for services across the entire
range of human service systems. Case managers working with the homeless must be familiar
with a very wide range of community and employment services and understand their complex
program eligibility requirements. Assuring access to needed services will require assistance in
qualifying for various public programs.

For those living on the edge, labor force participation is very important. Case managers are
called upon to serve as a friend and counselor--providing social support as well as assistance in
seeking out employment, training options, or other job+ansition opportunities. Case managers
can be pivotal in reversing the homeless cycle. Researchers have found that formerly homeless
families are vulnerable to repeat homelessness if they do not have help in making the transition
to become permanent members of a community (Notkin  et al. 1990).

Differentiating Services for Subgroups of the Population. Besides their common condition
of lacking permanent shelter, the homeless are a heterogenous population. Case management
programs need to be tailored to the specific  service needs of the subgroups. (Stephens et al.
1991).

Families with children make up about one-third of the homeless and are the fastest growing
segment of the population. Homelessness damages the health and normal development of
children, who are less likely to be immunized, be more susceptible to infections, be
malnourished, and more likely to have high blood lead levels. While immediate health and
nutritional needs can be addressed, these problems will recur unless homeless families and
children obtain economic supports, such as AFDC and food stamps, and most important--stable,
subsidized housing.

In working with families vulnerable to repeat homelessness, case managers should have very
limited caseloads in order to provide intensive services that are “in-home, family-based, skills-
oriented” (Notkin  et al. 1990). Macro Systems’ recent report on services to homeless families,
however, indicates that “coordinated and comprehensive services planning, such as case
management, is a major gap in the service system for homeless families. The case management
that does occur is usually provided by service programs as an adjunct to their regular services.
Lack of follow up of homeless families once they leave the [shelter] service system is a major
problem. lr4*

40Cousineau  et al. Ibid.

41 Macro Systems. Homeless Families with Children, Programmatic Responses of Five
Communities. (prepared under contract with DHHS/ASPE)  1991.
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Mentally ill people and substance abusers. An estimated one-third to one-half of the homeless
have mental illness or have been hospitalized for psychiatric problems, but less than 10% are
chronically mentally ill. About a third of the homeless have alcohol and drug abuse problems.
Both groups need therapeutic residences and psychosocial rehabilitation as much as they need
health care attention.

In working with the homeless mentally ill, two additional case management functions (in addition
to the core functions) are very important: (1) outreach, via such methods as mobile/roving case
management teams, networks of community “informants, ” or employment of case managers very
familiar with the mental health system and (2) individual advocacy (First et al. 1990). For this
group, case managers may well need to have psychiatric nursing or bachelor’s level mental
health training (Rife et al. 1991).

Adolescents without homes, including runaway youth, have higher rates of sexually-transmitted
diseases, alcohol and drug abuse, and mental illness than the general adolescent population.
Their needs are expansive--permanent shelter, emotional and social support, often substance
abuse counseling or rehabilitation services, and primary health care. Outreach is crucial for this
particularly vulnerable population.

C. Organizational Features
7-Y

A variety of community-based organizations serve the homeless, as is indicated by the spectrum
of grantees supported by the Health Care for the Homeless Program. These include Community
Health Centers, local health departments, and community coalitions. In many communities,
several public, private, and voluntary (e.g., religious groups) organizations work together to
provide the range of services so essential for the homeless. Thus, organizational features of
consortia programs are difficult to categorize.

The organization of the delivery of services also is very non-traditional, reflecting the special
circumstances and characteristics of homeless persons. In addition to outreach (case finding),
services often are delivered in settings where the homeless congregate (e.g., shelters, soup
kitchens, welfare hotels, and street comers).

Assessments of different organizational structures is limited, and more systematically collected
information would be valuable. Now it appears that research emphasis has been placed on the
content of case management for the homeless rather than how these services should be organized
and structured. Evaluations of the various Health Care for the Homeless projects will provide
information over the next several years.

In terms of key organizational features, we can extrapolate from current programs and suggest
the following:

P. 0 Program sponsorship. Case management programs for the homeless are
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sponsored by various types of community-based organizations. There is no
available information to suggest that one type of program sponsorship is
preferable to other forms.

l Service-related features. Given the range of problems facing the homeless, case
management is likely to be intensive, highly personalized, and tailored to meet
the specific needs of the client. Periodic case review and follow up are very
important in avoiding a return to homelessness. Case management is often
provided in alternative, nontraditional settings to facilitate contact with the target
population. Case management should be oriented toward the full spectrum of
social welfare services, not limited to medical or health care services
coordination.

l Sfaflng  considerations. The multiplicity of problems coupled with the diversity
of subgroup characteristics underscore the need for intensive and longer term case
management. Thus, low case manager ratios are advisable. Multi-disciplinary
team approaches may be most appropriate in serving the homeless population.
When several local programs serve the same target population, there may be
several case managers per client. For example, one case manager from the
housing/shelter program, another from the primary care clinic, and a third from
the substance abuse treatment program. This is may be both inefficient and
confusing for the client. A team-oriented approach may reduce the problem of
collaborative programs fielding several case managers that serve the same
population.

D. External Constraints \

The major system barrier for case management programs serving the homeless is seriously
inadequate or limited community services. Rising numbers of homeless are likely to overburden
already stressed community service programs. For the homeless, crisis intervention is critical
but does not diminish the demands for longer term assistance (First et al. 1990).

Persistent shortages in several critical services--particularly shelter and permanent housing--make
it very difficult to reintegrate homeless families and to facilitate access to other health and
human services that they often need. For case managers, advocacy and services creation can
be as demanding as individual client services.
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EXPERT PANEL: HIV-AIDS
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George Sonsel, Program Coord. Special Projects of National Significance
BHRD/HIV  Services, 5600 Fishers Lane (14A-21),  Roclcville, MD 20857 (301-443-4588)

Warren Buckingham, Public Health Analyst
BHRD/HIV Services, 5600 Fishers Lane (14A-21),  Rockville, MD 20857 (301-443-9086)

Robyn Brown-Douglas, HIV Nurse Coordinator
Division of Programs for Special Populations, BPHC/HRSA  (301-443-2512)

CONTRACTOR STAFF:

Karen Kaplan, MSW, ScD, Moderator
S hawna Lewis, MS W, Co-Moderator
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I MIX I\ssociates



EXPERT PANEL: SUBSTANCE ABUSE

David LeyY MSW, Director [Facilitator]
Erie Family Health Center, Inc.
1656 W. Chicago Ave., Chicago, Ill. 60622 (312-666-3488)

Adger Butler, PhD.,  Coordinator, Linkage Program
City of Detroit Health Department
1151 Taylor, Detroit, MI 48202 (313-876-4300)

Betty Hosmer, Project Director
Maricopa County Health Clinic
2225 North 16th Street, Phoenix, AZ 85006 (602-252-1678)

Janet Murphy, Project Director
San Francisco Dept. of Public Health
101 Grove Street, San Francisco, CA 94102 (415-554-2620)

Frankie Swain, MPH, Vice President-Special Populations
Economic Opportunity Family Health Center, Inc.
5361 NW 22nd Avenue, Miami, FL 33142 (305-637-6508)

William Schlenger, PhD., Director, Mental Health Research Projects
Research Triangle Institute
PO Box 12194, Research Triangle Park, NC 27709 (9 19-541-6046)

David Cavanaugh
National Association of Community Health Centers
1330 New Hampshire Avenue, N.W., Washington, DC 20036 (202-659-8008)

Rebecca Ashery
National Institute of Drug Abuse
5600 Fishers Lane (9A-30),  Rockville,  MD 20857 (301-443-2636)

Eugenia Adams, MPH, Public Health Analyst
Division of Programs for Special Populations, BPHUHRSA  (301-443-25 12)

CONTRACTOR STAFF:

Gail Robinson, PhD, Moderator
Sharon Flores, M.Sc., Co-Moderator
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EXPERT PANEL: HOMELESS

Melanie Sovine,  PhD, Chief Operating Officer [Facilitator]
Travelers & Immigrants Aid
3420 North Sheffield, Chicago, III. 60657 (312-281-4288)

Karen McGee, Executive Director
Birmingham Health Care for the Homeless Coalition
PO Box 11523, Birmingham, AL 35202 (205-323-53 11)

Deborah McMillan,  Director, Social Services
Philadelphia Health Management Corporation
260 South Broad (20th Floor), Philadelphia, PA 19102 (215-985-2500)

Jeff Singer, MSW, Director Community Relations
Baltimore Health Care for the Homeless
111 Park Ave., Baltimore, MD 2 1201 (301-837-5533)

Donald Moses, Street Outreach Worker
Milwaukee Health Care for the Homeless
2770 North 5th St., Milwaukee, WS 53212 (414-226-8883)

John Lozier, MSW, Director
National Health Care for the Homeless Council
PO Box 68004, Nashville, Tenn. 37206-8004 (615-255-9393)

Julie Hardin,  MSW, Director
National Program Office for Homeless Families
67 l/2 Chestnut St., Boston, MA 02108 (617-726-5853)

Peggy Murray, Public Health Analyst
NIAAA/Homeless  Demonstrations and Evaluation Branch
5600 Fishers Lane (13C-O6),  Rockville, MD 20857 (301-443-0786)

Fred Osher, MD, Deputy Director
NIMH/Offlce  of Program for the Homeless Mentally Ill
5600 Fishers Lane (7C-O8),  Rockville, MD 20857 (301-443-3706)

James Gray, MSW, MBA, Chief, Health Care for Homeless Branch
Division of Programs for Special Populations, BPHC/HRSA (301-443-2512)

CONTRACTOR STAFF:

Cheryl Ulmer, M.Sc.,  Moderator
Lynn Holley, MSW, Co-Moderator
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F ADDITIONAL FEDERAL GOVERNMENT PARTICIPANTS

Division of Programs for Special Populations, Bureau of Primary Health Care, Health Resources
and Services  Administration

Howard Lerner, MPH, Deputy Director
Patricia Salomon, MD, Chief Medical Officer
Robert Veiga, MD, Medical Officer & Co-Project Officer
Lynda Honberg, Public Health Analyst
Arnette Wright, Public Health Analyst
Tira Robinson, Public Health Analyst
Michele  Johnson, Public Health Analyst
Angela Mcree, Co-Step

Public Health Service

William A. Robinson, Health Resources and Services Administration
Norma Campbell, MA, Chief Mental Health Officer, Primary Care Services, Bureau of Health

Care Delivery Assistance, Health Resources and Services Administration
Chris Hager, Ryan white  Program, Bureau of Health Resources Development
Paul Jackson, Office of Minority Health

P Office of the Assistant Secretary for Planning and Evaluation

Kraig Kinchen,  Office of the Deputy Assistant Secretary for Program Systems

CONTRACTOR STAFF

Marilyn Falik, Ph.D., Project Director
Debra Keller, Conference Coordinator
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APPENDIX B: CONFERENCE AGENDA

Wednesday, July 8th

12:30 Registration
1:15-1:30  -- Orientation 86 Welcome

1:30-1:50 --

Howard Lerner, MPH, Deputy Director, Division of Programs for Special Populations

Current DSPPD  Guidances for Case Management for Special Populations

Patricia Salomon, MD, Chief Medical officer, Division of Programs for Special
Populations

1:50-2: 10 -- Building a Paradigm for Case Management Guidelines - Conference Issues and
Structure

2: lo-2:30 -

Marilyn Falik, PhD, Vice President, MDS Associates

Medicaid “Coordinated Care” Policy - Implications for Case Management Programs

Michael Fiori, Deputy Director, Coordinated Care Office, Health Care Financing
Administration.

2:30-2:50  -- Achieving a Balanced Perspective - Promises and Realistic Expectations

John Capitman, PhD, Director, Long Term Care Institute, Brandeis University.

2:50-3: 10 -- Focusing on the Challenges - Public Policy and Evaluation Issues

Katie Maslow,  MSW, Senior Analyst, Office  of Technology Assessment, U.S. Congress.

3: lo-3:30
3:30-3:45  --
3:45-5:00 --

Questions/Discussion
Break
Grantee Panel: Operational Considerations - Goals, Key Features and
Accomplishments of Case Management Programs for Special Populations.

Moderator: Deborah Lewis-Idema, M.Sc.,  Vice President, MDS Associates.

Anita Vaughn, MD, Medical Director, Newark Community Health Centers, Inc.
David Ley, MSW, Director, Erie Family Health Center, Inc.
George Delavan, MD, Utah Department of Health.
Deborah McMillan,  Director, Social Services, Philadelphia Health Management Corp.
Tanya Raggio, MD, Medical Director, Primary Care Health Services
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Thursday, July 9th

8:30-990

9:00-12:00  -

12:00-1:30  -

Coffee

Case Management Expert Panels - Six Special Populations Break-Out Sessions

Homeless: Melodie Sovine,  PhD, Facilitator.
Substance Abuse; David Ley, MSW, Facilitator.
HIV-AIDS: Anita Vaughn, MD, Facilitator.
Perinatal Care: Ellen Peach, MSN, Facilitator.
Technology Dependent Children - Home Care: George Delavan, MD, Facilitator.
Disabled Adults and Elderly - Home Care: Doris Sinclair, RN, Facilitator.

Lunch

12:45-1:30  -- Voices From The Streets. Vignettes illustrating the problems that case
management seeks to address. Opportunity for discussion with individuals who
have been homeless.

Moderator: Judy Mark, Executive Director, Voices From The Streets.

1:30-3:30 --
, -

3:30-3:45  --

3:45-5:45 --

6:00 - 7:00

Case Management Expert Panels - Six Special Populations Break-Out Sessions

[Continue Morning Discussion & Prepare Recommendations].

Break

Cross-Cutting Issues - Three Break-Out Sessions

Case Management Models for Multiple Problem Populations:
Karen Kaplan, MSW, ScD., Facilitator.

Case Management Approaches for Organizations That Serve Different Populations:
Debra Lipson,  MHSA, Facilitator.

Information and Data for Assessing Effects of Case Management:
Gail Robinson, PhD., Facilitator.

Meeting of Facilitators, Moderators and Co-Moderators will convene briefly to
confer on recommendations and prepare for plenary session reports.

UC-10
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Friday, July 10th

8:30-9:00 Coffee

9:00-lo:45 Presentation & Discussion - Recommendations from the Special Populations’ Expert
Panels

Moderator: Marilyn Falik, MDS Associates

Homeless: Melodie Sovine,  PhD, Facilitator.
Substance Abuse: David Ley, MSW, Facilitator.
HIV-AIDS: Anita Vaughn, MD, Facilitator.
Perinatal Care: Ellen Peach, MSN, Facilitator.
Technology Dependent Children - Home Care: George Delavan, MD, Facilitator.
Disabled Adults and Elderly - Home Care: Doris Sinclair, RN, Facilitator.

Guidance Recommendations. Summary of issues considered, areas of agreement, key
recommendations for guidance development, and issues that require additional
study.

10:45-12:00 Presentation & Discussion - Recommendations from the Cross-Cutting Issues Panels \

Moderator: Deborah Lewis-Idema, MDS Associates

Case Management Models for Multiple Problem Populations:
Karen Kaplan, MSW, ScD.,  Facilitator.

Case Management Approaches for Organizations That Serve Different Populations:
Debra Lipson,  MHSA, Facilitator.

Information and Data for Assessing Effects of Case Management:
Gail Robinson, PhD.,  Facilitator.

Guidance Recommendations. Summary of issues considered, areas of agreement, key
recommendations for guidance development, and issues that require additional
study.

12:00-12:30  Closing Remarks:

Patricia Salomon, MD, Chief Medical Offtcer,  Division of Programs for Special
Populations

Howard Lerner, MPH, Deputy Director, Division of Programs for Special Populations

x
\
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APPENDIX C: CONFERENCE ISSUES AND QUESTIONS

EXPERT “SPECIAL POPULATION’ PANELS

I. Defining the content of case management for special populations.

IA. What are the “essential” or “core” services for case management programs serving
“X” population?

IB. Are the important “supplementary” services that should be part of the case
management program?

II. Specifying structural features of case management programs to meet the needs of various special
populations.

IIA. Are there any standard or generally accepted assessment protocols?

0 For assessing the service needs of special populations?

0 For determining appropriate type, scope and intensity of case management?

If yes, how should DSPPD encourage their use by grantees? If not, how should DSPPD
guidelines define and/or prescribe requirements for assessment of clients receiving case
management services.

IIB. Are there preferred models for structuring case management services that serve “X”
special population?

Illustrative models include, but are not limited to: individual, team, family/friends, case
conferencing if there is more than one case manager.

If yes, how should DSPPD encourage their use by grantees? If not, how should DSPPD
guidelines assist grantees in selecting the most appropriate model or approach for
structuring case management services.

IIC. What are the generally accepted roles and responsibilities for case managers?
Training requirements? Case-load limits?

Should there be DSPPD guidelines on case manager’s:

l Roles and responsibilities?
0 Educational or training requirements?
l Case-load limits (eg., case manager:client ratios)?

\..
IX-12

M I X  fkwciate8



III. Establishing realistic expectations for case management.

What are the strengths and realistic limitations of case management programs that serve
“X” population? For example, consideration might be given to:

l How to balance or set priorities when population needs exceed or strain case
management resources?

l How to coordinate with and/or leverage other local agencies and community
services to fill gaps?

l Under what circumstances is case management inappropriate or ineffective?

What guidelines, if any, would assist in addressing either strengths or limits of case
management?

CROSS-CUTTING ISSUES PANELS

CROSS-CU’ITING PANEL I. Modifying case management to accommodate populations with multiple
problems.

Case management programs most frequently have been designed to serve specific populations,
without sufficient attention being given to developing more efficient programs that would address
needs of different populations within one case management program.

Are there case management models for addressing the needs of individuals with multiple
problems (ie., multiple categorical populations such as homeless pregnant women)? Design
considerations include, for example:

l When multiple problems exist, should there be more than one case manager?
l Should there be a lead case manager to facilitate continuity and

accountability?
l What the preferred approaches for assuring coordination among case

managers (eg., case conferences; management information systems; clinical
consulting teams)?

Based on your experience, how should DSPPD address these cross-cutting population
issues in future guidelines?

IIC-13



CROSS-CU’ITING PANEL II. Modifying case management to accommodate organizations that serve
several diflerent populations.

Case management programs most frequently have been designed to serve specific populations,
without sufficient attention being given to developing more efficient programs that would address
needs of different populations within one case management program.

For providers that serve several different populations (eg., community health centers; local health
departments), are there any preferred approaches or case management models for meeting the
needs of different and overlapping populations?

Based on your experience, how should DSPPD guidelines be structured to assure
suffkient program design flexibility to promote both effkient (eg., minimizing
duplicative case management programs) and client-focused case management?

CROSS-CUTTING PANEL III. Building the evidence for supporting case management services for
special populations.

IIIA. What information and data would improve our ability to demonstrate the vaiue-
added benefits of case management services for special populations?

IIIB. Are case management programs capable of routinely collecting and providing such
information for evaluations?

11142. What are the research priorities?
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APPENDIX D: CASE MANAGEMENT SERVICES

Content of Case Mtnalpement  Servicer

CORE SERVICES

Pregnant
Women &
Illjhts

Seriously 111
Children

AllX- Substunce
HIV Abusers

Assc:ssntent

Can:  Phuining

Scrvicr:  Arrangements & Coordination
(Ciicnt Care Advocaq)

(lilrc  Mlon~lcmng  6% KCiIsszssnlcrll

SI;i’l’L.F3lEN1’,\1,  SEHVIC~S

X X X X X X

X X X X X X

X X X X X X

X X X X X X

O~llrc;d~  fSi  III~~YI~I~C  ('3~ Id~~~il~l'ii;il~o~~ x x x x XX

Program I~li~ihilily Assistancc x x X X X X X

SEMI  & Eniolionrl  Support X X X x x X x x

System  Kr kwurcc  hclvwmzy x x X x x

I'i~l~cnt ~I:ani~ly  I~ilikx~lmi  iintl ‘I’rainmg X x x x x X X X

I)llL~Cl S~~lvlr:L~s (>pl~";lll/Jxl  lll~'l;lprwllr: * * * * * +

imhr clinicid  sicrviccs:  ti)r exii~npl~~,  Iwnic
cme, lwwn~d arc services,  counseling)*

a - - -
ey: X Pertment to Specitic Populatton

x x Referenced as Particular1 y Important
* The provision of “direct services” such as home care, personal care, specialized counseling, or other clinical services normally will involve

responsibilities beyond basic case management care coordination services. The literature suggests that other “direct services” roles will reflect
specific delivery system and staffing considerations, including defined case manager roles, training and shills.
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